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ABSTRACT • . . 

' C finding* "are presented f con 1979 survey of * 

parents of developnentaliy disabled children 'in take County, Illinois 
regarding, i|heir current satisfactions a»d projected needs, Tbe":l&lr8t • 
section^ portrays the sa»ple demographics (age, sex, type of ^ 
disability, yearly family income, area of residence). A section on 
fa«iiy support analyzes reisponses in the following -service areas: 
health care delivery,, social service delivery, recreall^bn and - 
leisure^ and ««6tional and informational ^ourpes of sui^jpc^rt. Among . 
Results described are that appr oxisately two-thirds of -the parent* 
were satisfied with 'the jpiitial diagnosis and awrfessnent: the " : 
relationships of family income' to health" care services and social 
services was complex^ tlhie -younger the disabled .child, the more likely 
parents were to be satisfied with social service professionals; and / 
the, greatest informational needs reported were for a , parent marfuAl (. 
and a referral service. Life course planning is the focus of tlje 
final three chapters which analyze findings on schools and \ 
development al^^ programs, residential options, and community, acceptance 
and consumer action. <CL) 



^ , , Repxoducti^s supplied by EDRS are the best that can be made ♦ 
* • - from the original document." ^ * 
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Back ptroundjof the Projact ^. - - 

A- The DeveloUentaJ. 'oisfebllltlfee Proiect at Northweetei^n^Unlverslty ' b 
C^tit«| 'for Urban Affairs was undertaken for the two-year period beginning 
ju^^Twi^h funding from the \xtramit^al Research and Development airanta 
P^gram pf the lUln<»i8 Department of^ental Health" and Developmental 
Diaabilities. tK^ study is being carrlet^out In Lake County. Illinois. 
The research focus of th«i project is parental deciiion making . in the choice 
of Urylcea for children with developme/t^ disabilities.''. The long^rangfe 
objictives of this project are: (1) to inveatigate factors influencing ^ 
parental" decision makinM" the choice of services, and (2) to dssess this 
coneequWea of the decisions made at^/both(^the institutional and individual 
^'levels within particular family, ne^ jiborhood , and cbmmunity networks, ^hree 
Specific tasks arc contait^ within the project. ^ 

(1) The' collection of qu|^tita\lve^ survey research data and the Jnalysi 
of that data to ievel^p a- Report invest Igatitig the relationship.. 

• ^ between familie8;:,'^Qmmunlt:y resources, and policy orientations - 
toward normajliratlon in the parental decisi^on making process. ^ ^ 

(2) To develop a handbook for parents and professionals listing re- 
sources ;ind strategies for op.timls^lng the development of disabled 
children; * ' 

.(3) To develop ^ ^dd for similar re^search In areas with more com-- 
ple5^ populations and delJ^very systems such as Cook County. 

The first year of the project- was devoted to cairying out the sur- 
vey, preparatory work included a review. of the literature, depth interviews 
of parents ^ in Lake County^, meeting ^Uh administrators .of prpgram^ for the 
develo'pmentally dipVed i^» Lake County, and a pretest of the questionnaire 
Vlth' families of children attending three school^ for the deyelopmentally . 
disabled in Rvanston, lUinois. The final 57 -page survey questloVinaire was 



compl«ti<l "by 330 Lata County parfmt«\of d^v^^opm^Wally disabled chli(if:en ^ 
agfts 0-21 yaara. (S«« Table I for rasponsa ifata by facility ..) Intervif.ew 
•nd suivay dat^a ara baing analytad in order to produce the report on Ipa- 
rentil cholee of flervlces, focussing on the family ae the mediator between 
tl\« disabled Individual, and society. This la a report^on the f indings Con- 
cerning current satlsf a<J;ticjhs and projected ne^ds. — ^ 



need. ^ 



During this gecond year of the project a handbook for parents atid^ 
prokfta'ionals.haa b^n.writtap. A premise underl^Vn^ the original propo^^l 

was thdt a handbook for parentis and professionals Would be an important c<^n-- 

^ ■ . ... 

tribution towards rg4ux:ing the information vacuum. 4^ich delays parents in 

obtaining available and' appropriate services for their children. An itew^ 

4.S i^ludad "^^f-i^l^WtVey ^uaptlonnaire to or -not parents 

themselves p^ceive4 tlTe need for such^a manual; 60 per^e^^eported auc^ a 

Open-ended quest/ons included Vn the survey questionnaire obtaine^^ 
specific i^ormation v>n the-nctwords of services actually utilised by Lake 
county parents. ' ^ackg'round materials and samples of handbooks from across 
the country were alio gathered. On-site v^isita were made to facill^es 
serving developm<^ptally disabled children from' Lake? Couoty and over 70 
interview^^were conducted with .prof essionala, administrators . and members . 
fhS parents' organizations' Information .;Jas organized for the h^indbook in 
terms of five sections - life cOurse planning, Wily suppqrt, consumer 
a^tl^cm, the developmental disabilities, and history and philosophy.*- The . 
handbook also includ.es an index directory of facilities and services. 
.(See page A for extended outline of handbook and order form.) • . - 



Tab Bit. 1 



; rnWv 'llUnoL families with developmentatTy dfa'abled ct^lldren 2llyearH of age and ^md J~-ldontlf led , 
I^ke county, partlcipaL fn survey, and returning suJvey .uost lonnalre . , 



I 



^ Educational Facility < 

• Specinl ' Education School Districts 
Waukegan * * 
NSSED* 

" SEDOt** ♦ ' 

- StaJte ReeJ-dent'lal Facility 

^ Uaukegan Develppmental Center 

Federally Funded* Early I^teryentlon 
Lake-McHenry • Reg IpnaTPjrogram 

Private" Factlltles * 
^' Countryside 

■ Glenklrk . ' ^ 

Gtrove - ^ ' 

KJlngberg « 
Lambs 

Moraine - ' 



ERIC 



Families 
ccmtacted 

(N) 



(27A) 
( 77) 
(214) 



( 29) 
( 70) 



( 10) 

( 7) 

( 22) 

( i) 

( 1) 

( 3) 



^jt-of-Couhty Facilities Identified 
through Special liiucation School Dlstrlctp • 
■ * ' Waukegan ' / i c J 





[is8llni|^ata"J^ 




XOTALS 
iat 



(751). 



* Northerjfc Suburban SpBcial' l^^^lon. I>istrlct * 
**Sp«ctal Education District of ^^l!^Cow.nty 




Families who 
ctn.«ftntcd 'to 
participate 

% of- thoae ' 

^N) 9ontacted'" 



(141) 
( 45) 
(i54)^ 



(21) 
( 39) 



( >^ 



51,5% 
58.4 
72,0 " 



72.4 



"55 .7 ' 



50.0 
85.7 



( 22) 100.0. 

( 2) X00.0 

(1) ioq.'b 

( 3) lOD.O 



( ' 2) 100.0 
(•10)" 66.7 
(.. 7) 28.0 ,/ 



(458) ^ 61.0% 



F^ill»<r^ho returned surveys 
% of those, % of. those 
(N) cont^^ted consenting 



( 73) 
( 35r 
(U8) 



( 18) 
( 33l 



26.6% 

45.5 

55,1 



62.1 
47.1 



( 5) 
( 6) 
-('19) 
(.-1) 
( 1) 
( 2).- 

V ■ 

( 1) 

( 7) 
( 5) 

(330) 



50.0 
, 46.7 
20.0 



43.9% 



51.8% 
77,8 y 
76'.6 I 



85.7 



r ^ • 


9- \ 


50.0 


100.0 


85.7 


100.0 


86,4 


86.4 


'50.0 


50.0 


100.0 


100.0 


66.7 


66.7 



50.0 
70'.0 
71.4 



72.1% 
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'C' \ ' HANDBOOK^R PAfeNTS OF OEVELOPMENTALLY DISABL^D^'^ 

• * oMdm IN LAKE COUNTY./ ILLINOIS(^ >^ . -- - . 

'-y ; - W'-mrije4$Bu*l»l«»'I^h.D.;*n<t Vincent .M^^^ - . .. , - 

) , .1 n^oifTnTf^tfta Prolect at Northwestern University's 

£handlioo\. which will be available this ^vtnmer,^ls organlx^d Intro ;. 
'"^ . ' r \^ • 

' Life C9jjr8e Planning . * , > 

gives parents a guideline t, choose successfully * P^7*5.?,J!.f ' 
hospital or program for diagnosing and assessAng th»lr cMld . 
disability . ' \ 

^ ,) - . describes medical and educational professionals who may have 

V » contact with q develo^mantally disabled child ^ ^ 

. provides- InfC^atlon on educational options and. sugg.sts Ways. 
. . - thai parent^n participate to create continuity b.tve^n 

^ ^ hoine ai]^ school ^ . 

discusses the impor^tance of vocational training for th« / 
dfevelopmentally disabled- an^ their options for employment 
upon leaving foii-mal" schooling . 

explores questions about where and how ^P^J^^^^jJ-^^- . 

disabled adolescentrs win live after f ormal^^lphooUttg #nd8 

1 » 



Family Support 



descrlS^^s *oW to locate health care (such as medical Rental,- 
/ an^ counselih-g) services and prof esslonaay a^ well as how to 

/ . . cfomplement professional care with practices in the home that^. 

promote physical weli-^heing ^ • »t , * 

. ' itvcludes ideas for ^family recreational activities and public 

^d private recreational programs for th^ handicapped. 

informs parents of financial planning alternatives to provide 
for their disabled child, now aixd: in the, future . 

* rfdates^ infomation ort the p\ev^tlon of more develo»«erital 
-\ ; disabilities 



CMUr For Ui^«n ANaIn 



.M^^^^^ — ^^"^^ 



J. ■ -t-. 



I 



^ • • C6nau!l^ Action . ^ ^ . - '.v - . 1- 

- • ' \ \ ' p.roViaAdN»d«cnlQnal aqtlvitlas and, ^)r3cticai that parents 

\ • can n&e At "hotne vtith their Wdlcapp^d i^hlld ^ . . 

. . ' s- • ' . . . • • ■ . V . : - 

^/ ' . identi*L«8>reaf( of. school progi;ama In which parents cfin work 

>N:o ensure the best, education for th^ir child 

- ' describes how' national . and local parents' orgnljsation* help 

4 - paranta and their disabled ch^^ld . . , ▼ ' • , 

,^ \ - ^ ) /tails parents a})Oiut the admin la t rat ton of orgtfniuations for . \ 

the hartdicapped and how to et^rt new progTains v^/ • ^ 

'ojtplalKs t*V legal rights of the handicapped and how parents 
, / can ensure dueT^proceas for th^ir child 



^ Developmental Disabilities ' * * Ix' V ^ / . 

. ' detine^'mental retardabdTon, epneps^,' autldw» and carabral palsy 

■ ' and discusses non-catfTgorlcal levels of .functioning for the 



) disabled ^ 



History aifiij' I'bllosophy ,^ 




i . 



"tr&c^& bri<^fly the' history and philosophy of care for the 
hand'^ciipped in Illinois and LaWCounty 



Thi 6, handbook also fncludes an indea^ed directory of ' facilities 
and services availabU to- th^ deVelopmentaily disabled who live in Lake County. 



^--.---V- ^ ^— ^ 



. ' •.The 'haridbook is pro<fl/led ;free of charge, to" p?irent<i and" professionals. • 

J * ' ^ ♦ ' * — 

^ through funding from the Illfno^s Department' of Mental Health -and. Devel omental 

Disabilities.' If you are "Interested ii> receiving a copy of the handbook, ^please 
'fill out tk^e blank ,bfelow and return It by mall -to: 



Tfii Developrnektfl^^l D1sal?1l1ties Project* 
Cept^r for UrbW^'/'ifV^Irs . 
Northwestern University^ * ^4 

2046 ShWidan Roflfd, ^ \' ' ' 

, * Evanston, IL 60201 " " ^ 

• ' ) . ' • 

I 

w 



'p;t^^^s^d me a copy of the^Handbpok for P^enls .of Develppmentally Dl^Sbled Children. 
'Name* * _ • - ■' 
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/\ddre?s\ 

City ^ " State . , ■ yt^P 

\ 



J 



^ Parents* Current Satlafactions ami . 
Prelected Needs: Flndlngja from 1978 Survey 
»• ' in Lpk« County, Illinois \ 



I. Sample Demosi'J^^ M - . • ' ' 



V 



II. Famiay ^^pport i • — • 

• A. ,HQaltb Care DoUvery; Satiftfactlona . . . . • • 

R Health Care and Socv«al Service Delivery: Needs. 
m ./ . 

C. 'Social Service Delivery: Satisfactions 

D. Rfjcreaiiqn and Leisure. ^ 

E Embtional and Informational Sources of Support; 

III. Life Course Planning v • 

.A. Schools afld Developmental Programs. . . . 



i 

B. Residential Options 



ler Action 



C' -C^iaffliun^ty Acceptance and C6n| 



* • * 





— , ^ — ^ — ---r—- - ■ • ' 

- - \, Age of. Developmen tally Dtsabliid Child 

■•. : ■■■-■f 








23.5;t: 




?^ary (6 to^l2 y^ars -old) • . , 

. *- * 






Secondary (13 to IS^'years o\A) * • . 


3(>-.7 




rransli:lonal'(19 to 21 ye»t8 old) 


14.6 ' 


- 


* 1 * ' i . . 
, , . ^ - . i ^ 




Table 3 


1... . II 1 ■ I - ■ " i« I. 1 ■ ^ 


- 

Sex of Development ally Disfabled Child 


< - 


• 


Male 


'57.3% 




Female / 


42,7 ■■ 






, N-323 ^ 


'Table- 4 


— ' . ' - ' 

^ ■ \ . i- 

\ - * .V . J 




• ■ ^ ■ ** • .- 

Type of Dis£fbility 

* -. • * * 

._ 1 . — ■ ' 




Mental retardatioti - %ild 


21.5% . 




) .... 

Mental retardation - moderate 


33.9 

/ 


■ / 


Mental retardation severe and profound. 

\ ■ \ 

Cerebral palsy ; , 


, 20.1 
11.7 . • 




Autism 


' 3.7 


•< 


Epilepsy ; 


9.1 




. . - n5 ''—^ " 


t^.298 



*If there was more tfeat. one d^^elop^entally disabled child in the f^ily. 'he 
Jar«t was iquesteS to anew^ the survey questionnaire for the oldsst deyel-. 
o'l^tallv disabled child. 3's are les? than 330 due to missing data on cer- 

cWU«r;ere reported L Multiply handicapped they were categorized by „ 
tv^ as follows: (1) newtal ietardation and epilepby-rcategorizad under api" 
\ Up'y! (2) mental retardattoKfid cerebral palsy or mental retardation, cerebral 
palsy and epllepsy-categor.l|ted >iBder cerebral palsy. 



Tabl© 5 



Ta¥le 6 



Table 7 



' 'W - - • 


■ I- 

Vfearly Family Income 

— i 




f—- ■ ; ^ - 

■L«i88 than $15,000 


/ 


' ^ / • J3 .1% 


$15-^5,000 


I 


/ 39,0 , 

• 7 


(Ver $25,000 




• • / 27^,9 ' 


V 


I 

. - ) n 





Area of* Residence 



NSSED " ■ ^ 
'gEDOL Soutb of Highvtay 120 
SEDgt North of Highway 12p 
Waukegan j 



I' 



• 27.6 
25.7 
30.3 - 
N-323 



^ ^ , t : ^ — —f ' ' — ^-^ " 

■ Yearly Family Income by/ Area, of Res id eupe 

/ . V * " 
/ .. j.^ . ^ ■ — — — f 


■ : ; 

^Xrca of 
Residency 


Yeamy 

• Less jtVian / 

• aX5,(/00 . , 7 


Family Incbme 
$15,0pp- •/ 
25,000 ^ • 


• Over . 
$"25,000 


NSSED 


6. ,9% ' . /' 


10U% 


39.3% 


*^SEDOL, South 


25'. 5 / 


25.5 


^6.9 


K SEDOt, North 


^'6.5 7/ 


.36.1 


7.1 


' Waukcigan 

« 


.■A1.2'. 


28% 6 


"16.7 ' 


100.0%/ 
N-(102) 

~ ' 


100.0% 
•(119) 


iod.0% 

(84) ■ 


x^-63.01» df-6 
Ldi$ .00001,.. 


■ '// . (' 
/ .■ 

/ 

r/- ■ 







A, 'HEALTH CARE DELIVERY: SATISFACTIONS 



1, Initial diagnosis and assftssment 

*Api)ro3Clmat«ly 2/3 of tha paints were satisfied; 

tjhelr doctor provlded/a clear explanation. In a 
oupportiV^ltmannor , at{d took enough time to explain, 
(see Tables 8-10), r 

•Few differences were reported by age of oljlld. or type of disability: 
more parents of older children repprted doctor's manner as sympathetic; 
more parents of younger bhlldren reported doctor's manner as matter-of-- 
fact and harshf 

mor^ parents of autistic children reported^octor ' s manner as unsure 
and that not enough time ij&B taken. 



2, Global stitisfaction 

^Majority (86,5%) of parents' satisfied with All cutrent medical 

professionals. Similar level of^ satlifaction regardless of 
child's age orN~type of disability, although families with 
hi^er incomes tended , to be more satisfied. 1/3 of the parents 
changed doctctr? because of dissat^stacOion with the care pro- 
vided. Parents were more likely to change doctors if the 
child's disability was severe or if their family ^income was - 
higher. (See Table H.) , 

•Most common source of ref Ifcrral to another doctor or clinic was th6 

doc4:or initially seen (47.4%) with self -referral closfely following 
(36.2%) . (-See Table 12.) 

« * 

-Less than half of the first doctors seen provided information concerning 
referrals or family sutoport, (See XsihX^ 13.) » 



\ 
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Wh«n til* doctior told you what she/he thought the develop- 
mental dlwablllty waa and used medical worda that yd^did 
not undcil^and, whqt did you do? ■ ^ 

I a6ked question's and got them better explained. 



I let it patfs, since the dpctor ^cemed too busy 
to takti time to explain them^ 

T wa^ reluctartt or too shocked to ask fijrther 
, questions at the tlmfe- 

It did' not happen: the explanation was clear tq 
rae, . 



A5,9% 
5.6 
11.9 

N-303i 



Tabte 9 



; Doctor's manner when child's diagnosis first explained 
to parent, ' . ,. ^ 



Tabl5,e 10 



Supportive manner 
Patient 
* Matter -of-'f act 
Sympathetic 
Bfoke the news gently 

7 

Negative manner 
. Ijlessimlstic 
Unsure^ 

Evasive; nervous 
Harsh 



% agree 

77.4% 
72.2% 
64.9% 
• 60.9%« 



33.5% 
BO. 2% 
20.6% 
U.7% 



About how long ^^ould you say this first doctor apenKwith 
yoti. after telling you about the developmenta l disability? 

12.9% 



No time at all. . , 
Not enough time to answ^^i[all my questions. 

Not enough time then to answe^ all my questions 
but made another appointment. 

Enough time to explain it adequately. ' 



.5.9^ 

9.7 
61 .5 
N-309 



jRjc : 



Table 11 



Satlafactlon with medical prof e8glonalfl_>_ 



k^^Ard you catlsYled with all the medical profesr 
slonals your child. le going to noW?, 



Have you avar changad any of your devalopmentally 
child's Moctora bacauae you were dissatisfied wit 
' the cAre provided? - 



itK 



% yea 
86.^% . 

35, AX 



12 



v. 



Table 





'.■it.' 



eric; ,, , - 



7^ 



Whose idea waa It to* take your child to another doctor 
or clinic? . . ^ , 



T and /or my husband . 
A friend pr relative 
My flrst^doctor 



Anoth'er professional (for example, aoclaJ. worker, 
teacher, public health .nurse). 



36.21 

3\0 
A7.4 . 

13. A 
N-268 



jPld the first dpctor you talked to about the developmental 
'disablllt^dp any of the following? (rank ordered by fre- 
quency witB vh'lph hel|> provided). ^ 



1. Give a specific label fOr your child's devel- 
opmental , disability . 

* f 

2. Refer you to a specialist. 

3. Suggest what the future would look like for 
your child . ' ^ 

A. Aak to talk with ypu and ypur husband (the 
child's father) together. 

5. Tell you abxSut services available In the 
community. 

6. Refer you to organizations concerned with your 
child's disability. 

7. Suggest Institutionalizing your child, cilther 



Immediately or in the future. 



\ 



% yes 



45. 5X 



37.97. 



31.8% 
25.8% 



21.7% 



18.8% 



ii.i%| 



8. Suggest you meet other parents of children 
.jilth developmental disabilities, " ~~>^ 

9. Suggest a particular program for your child (for 
eaiample^ early inter volition, Mbntessorl, Dolman- 
Delacato, Orthogenic). ,11.1% 

10, Tell you how to explain the disability to family, 

-Crltnda* •nd othfr»> ' 8»3X 



J/5 



1 '\M-'':/t ■ 



4 



12 . 



V 



1^ 
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WrftnteXEvaluatlono of Medical ^rof ^88£otial6 



They respect the per 
putting him (#288) 




and. tr^Qt him vlth understanding without 



My husband and I were totally satisfied with our pediatrician 3Ad . 
ophthalmologist. Their understanding, explanations and co^^ern about our 
child's problem were very helpful. (^95) 



} 



J 



Diaeatisfied with cold, Impersonal, impatient, unkind attitude — 
disrespect for feelings or right to kindness, ancl concern due to evety- 
pe^son, handicapped or normal: Told JoctoraT so, firmly and' plalnl;^/ and 
-f6und another. He was equally' qualif led and possessed of the pro|Jer 
rapport. (II^SG) 



4 



• I was dissatisfied with the pediatrician as 1 had to really lYisist C 
to get him to test to sa^ If the child had a problem and ^bat the nature 
of the problem was. I do. believe that in earll.er staftes he .(Dr.) felt I 
was being the typical "Hysterical 'Mother", When he finally agreed to test^, , 
at about age A, which ! think might have -been just to pao^fy me, and f ouAd ) 
a problem, I feel he could have given more specific diredtion. The. testing 
took over a year to (Complete— their goal being causes and type of disability, 
but ii^o on-going service as to what to do now that we've ascertained there is 
a problem. In the following years, I think he ustad the information we had 
gained to increase his own knoO'ledfee. All is not in vain if he (Dr.) can 
<^pply his knowledge to other cases. .(//91) • ^ 

4 

Had child evaluated and was told„he would never speak^ his IQ was zero 
and that institutlonallaatlon was besf. Believe this' was an honest opinion, 
but: child now speifks reasonably well, understands virtually everything said . . 
to him, is almost totally able to care for self and after special schooling / 
from age 6 to 12 has an IQ of 3A, or mor^ (have h/d 
Perhaps today- this ^as thi^rteen years ago— doct/Sr^ 
be done with children with Down'd, Syndrotne. '(//31^^) 

Most had Very little r<>al knowledge of " th^ problem of Autism^jf^those 
that did were obviously trading, on' knowledge that was at, least 20 .years old. 
Had we received more informed medical help earlier we wotild be farther along 
•n6w in helping, our t;hild. We feel wfs have been su^jjected to a g^eat deal of 
medical quackery and literally wasted thbusands <?f dollars Just to get straight 
answers. (Z'SSS) 



different eval^tions) I 
are more aware ' of whate^an 



It took almost 2 years to prove to pediatricians and family that ther*^ 
was something wrong. J. V^as always the last, percentile of flbr ma l development. 



' HKALtH CARE AND SOCfAL SJ5RVJCE DELJVERY? - \ 

. NEEDS ^ 



Hoalth car» d«llvea:y . D«v«l,opmentally disabled chiJhj|[ren Ira^e the same 
health care needs as do ait children, -^tn t\\\B respect It perhaps 
should be of concern that lOJf of the patents do not antlclpati^ ever 
having any contacts with either a, pediatric Ian or dfehtl'st. Dev^eXop-* 
mentally disabled cAlWren often have additional health care n^s. 
Netologlstb, ophtha^lnologists, a/idJLologilsts, and ear.^se and\thA)at 
specialists are contacted by appr9kimately 3/5. of the parents; psychi- 
atrists, orthopedists by approxiniately 1/3; obstetricians, orthodontists, 
oral surgeons, cardiologists an/ plastic surgeons by h or less, (See 
Table 14), > / ' • 

Frequency of contact la influenced by demographic factors. 



Age of child. 



> 



•One would expect cont/ct to Increase as children groi^ older. This Is 
the case/forSrontact/wlth: family doctors, obstetric fans, ear, nose 
and throjitr^peclall^ts, opthitljiiolbglsts , dentists, or|l surgeons, 
neurologists, and Psychiatrists . - , 

/ ■ ' 

•On the other hanft, parents of preschool children report the most contact 
with pedlatrJLclSIs, orthopedists, and audlologlstrf, Thl^ may reflect the 
availability c/t early Intervention programs and resultant incr,ease in 



parent awarenfess. , 

». . / N 



Support i^/the argument that both availability and awareness influence 
use of h«^th care services is the f inding'^that" paretits of primary and 
secondarZ-age children are more likely to contact orthodontists than are 
parents/of either preschoolers or 19 to 21'-year-old8 . Preschoolers 
would ie less' likely to need the service; parents of the oldest group 
the l/Mist likely to have been aware of the service and its benefits.^ 



Type of Disability , * 

•Irt general, the more severe the retardation, the t^re lijtely parents were 
to have contacted medical proleaslonaXiJ . The two W;ept^ns are that 
parents ot^the mildly retarded ^*|[ more likely' to have contract with family 
doctors and pii^chiatrigts. * , > * 

"i • ^"^ . , 

•parents of children with autism wete most likely to have contact with 
audiologists, ear, nose and throat ^specialists, and psychiatrists. Th 
difference for t/he latter was quite pronpunced with 90% having corttact 
with psychiatrists, ' The tlext, mo^tT frequent contact with psychlatristd 
type of disability occur teA fof^afearents of mildly retarded an(| epilepsy , 
* (4AX in each case). On theothet hand, no parent of an autistic child had 

or expected to have contacHplth a plastic surgAon. - . 
' ' • ' . < \ ^ 



i 



/ 



2. 



Pftr«nta of children wlt-h c«^eb^al^^ palay wwre the most ^'ltkely to have 
c6nt*4« with ophi;haJLmologl8t^, Qfthopcidtat8» and rteurologlHjs (87%, 
8^% and 9AX respftctlvely) , Th«r« are no ayateroalic patterns for 
pariiap^^ of children v/lth eplleps] 



\ 



■Higher inccJme enables fomllles jtp pvirchase more aervlces. On tjie other 
t}iind, aljLdine'fee scales make services available to Iflwer {ncoxne families; 
^and rlfk factors a880ciaj;ed wltn\lot> Income, (such as lov^^r bj^I^thwei8ht , 
poor nutrition^ may Increase the niiMid for medical services. 

•The higher the income, this mox% ltk«^y ^amili^8\ were to contact: pedi- 
atricians, dentists/ neurologists, j^phj^almologists , ear, nose and throat 
specialists, orthopedists, orthodontists, an^ plastic' surgeons . 

♦Conversely, lower income families were more likely -to contact: family 
l^octors (G.P.'s), psychiatrists, and Cardiologists. . f 

'Income did not exert a systematic e'ffj^ct <^ the frequency. wit\>\blch 
families consulted: audiologists , obstetricians, or oral aurgeotU. 

Social fearvlce Delivery * A developmental disability may crteate social 
service Veed 8 for both children and their families, j A majority of families 
have^ad contact speech tlieraplsts, social workers, and physical 
\herapitsl4r Between? ^ and- % of the families hi^ve had contact with clinical 
p^cWlSgl^ts, iiublic health nurses, pccupational thert^plsts, and recr^ 
ational therapists. Lfihss than \ of the families have hadvcontact with \ 
family groups or i^ndividual therapists, genetic counselors, vocatiohal 
counselors » nutritionists, house or foster parents, and projesslonal home- 
malirs. (?ee Table 15.) • ^ . ' " . 



Age of Child 



I 



•Needs for social servlceflf- at this time seem to be much mora stable over 
the life cycle than was- the ca$e for heaWh care servl<iee. Age of child 
was not related to families' contact with; clinical p'sychologlfts, public 
health nurses, occupational therapists, recreational^ therapists, nutrition^ 
iste, and professional homemakers. Stabl)d.ty of contact "Could be due to 
relatively unchanging needs ovet the life Xycle of a developmentally dis- 
abled* child , lack of awareness of how thestj professionals may provide 
asslstanipe, and/or lack of availability. 

•Planning for vocational and resident l^il . options does Increase the fre- 
quency of contact with sorte prof ess Ic/rtals osjer tlie child's life cycle. 

ulhere are more .needs and' services to b^ coor^^iated ^in adolescence and 
early adulthood. Parents of older children have had more contact with: 
social 'workers, vocational counselors, and House or foster parents- As 
can be seen from Table 15, the Increased utiUzation of these professionals 
is projected for vocational counselors only, ^ 
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(Ibnvftrsely. parenta of younger children have had greater contact with 
8p««ch tlgraplst^a, phyelcal thoraplata; family » ^group .or in^Wual • 
"tharailoW, and genetic counselors. These seem to reflect jiteas wh<ire 
•arly interv«ht^on progjiame and' Increa^jQjl' ^wareneea haveVba^ an impact. 

Tvpd of Dleabllity . y ^ • 

'Severity of mental retardatlot* la relet ft<^ to otllt^atlon of social ser- 
vice prof<|80lonals. The more shaver e the retardyion the more likely 
fiiTOllles'ar« to have h«^ contact vlth: speech t#erapiQtB, social workers, 
phyaical therapists, occupational therapists, genetic d^ounselors house 
or foster parents, and professional homemakera. Parents of mildly re- 
tarded children are more likely to have had contact with: clinical psy- 
chologists, public health nurses, and family, group or Individual ther- 
•aplats/ (This la conaiotent with the f ind Ing . that , among health service 
profesaionalB, parents of the. mildly retarded are more likely to have^ 
bad contact with p8y<»hlatrlst9 . ) Parents of the moderately retarded are 
the most likely to have had contact with recreational therapists and 
vocational counselors. v , 

'Parents of children with autism are more llkely^to have had a higher fre- 
quenoy of contact with social aervlce' prof esslonals than parents of child- 
ren itltk any othelf type of disability. The only exceptions, are contacts 
. with public health nur«e8, and physical and oc*:upatlonal therapists. 
Frequency of contact Is Especially higher ^ort social ^^orkers (91%), 
clinical psychologists (82%). family, gtoup or individual therapists 
(60%) recreational therapists and vocational counselors (56% eachj , 
genetic counselors (40%.), -and nutritionists (30%). < 

•Parents of chlldreu wl^h cerebral palsy are t\ most l^^^^^^ ^° - 
contact, with: speech therapists (9A%) , phy^sicalX therapists (9A%), and 
occupational therapists (75%). 

•There areno systematic 'patterns for parents of childj^n with epilepsy. 
'. ' " ^ ■ ' / 

Family Injiotae - 

•As was true f'6r health care services, the relationship's. of family income 
to utilization of - social services complex. 

/The higher the income, the mor^-Ukely families were to have had contact 
with: occupatlonalHter^plsts. recreation therapists, genetic counselors, 
and vocational counselors. . \ 

' -Conwaeiy.. the lower the Inqom^^, th,e more likely families were to have had 
ceSutt with: physical tWapists. public health nurses, house or foster 
parfe»nt9,yand professional homemakers / 

•Mldd-le income famiU«« t$U.000 to $25,000 annual fa^J^ly .J^°A> ^'^^^ 
Wast likely to hav^»- had contafct. with: clinical psychologists. )f ami ly, 
.. ^?5up^or Individual theraplata, and ^nutr ironists.. 

•'fncome was not aspoilated wltj> likelihood of contact with speech ther- 
• ,aplSt9 or social wotk«r». s j 



f 
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Healtrh Care Delivery 

Pareijits^f children t?lth. developmentflilidleabAllties often need 
to see dlffef-ent kinds of doctors. Which have you gone to sft^^ 
- - about you/ developmentally disabled child? (rank ordered by 
* £requenc:jr of contac^) . ^ 



Have Expect to Do not expect 
Soei^ See to see 



1, Pediatrician 

2, Dent 1 si: 

3, Family doctor iC.V.) 
A . Neurologist 

5. Ophthalmologist (eye doctor) 



88.0% 



1.0 



78.5% 12,6 



65.5% 



63.2% 



61.2% 



6. Audio log^t (hearing specialist) 59,3% 

7. Ear^ nose and throat ajj^eclallst 57.8% 



37 J2% 



S. Orthopedist 

9- Psychiatrist 

10 / Obstetrician 

11. Orthodontist 

12. Oral Surgeon 

13. Xlardloiogist (heart specialist) 16.7% 

lA, ?>l«8tlc surgeon 



36.6% 



26p% 



21.1% 
17.9% 



4- ^ 



6.2% 



1.7 

I. 8 
IX). 6 

4,7 
6.7 
^.0 
1.9 
* 2.8 

y 

II. 3 
A. 5 
2.0 

2.1 



10-9 
8.9 
32.8 
35,1 
28.2 
36.0 
35.6 
58,/ 
61.5 



N-293 
N-^93 
N-293 
N-282 
N-273 
N-275 
N-270 
N-2A7 
^-265 
N-2A8 



7 



/ 



70.6 

L 

67.6 N-256 
77.6 N-246 
N-245 



81.2 



91.7 



N^a42 



Tftbl* 15 



' Social Sftrvi^' Delivery 

Bftlciw U a list of other prof eselonala that parents somet Imce con- 
tact. Which hav«' you se^n .about your developmen tally dlaajilqd 
h child? (i^ank' ordered by fr,aquency of contact). 



Have Expect to Do not expect 

Seen See to see 



1. Speech therapist 

2. Social worker 

3. Physical therapist 

A. Cli>nical psychologlot 



.78.5% 



5.2 ^ 



56.8% 



52.0% 



A2.7% 



c 



5. Public health nurse- 



6. Occupational therapist 



7. Recreational therapist 



\ 

3.6 
6,7 

37.9% 1.5 
33,1% lA.A 
27.5%"" 10. A 



) 



Family, group or individual 
tlVsraplst 19.5% 

9.\ Genetic couri^elor * 
10. Vocational x:oun*selor 



^^1?.A% 



6.1 



5.7 



13.4% / 30.0 



U. Nutritionist 



1^' 



10.11% 



12. House parent: or foster par^t 7,2% 

13. ' Professional homemaker , ' ^ v^.8% 



2,8 



3.4 



1.6 



IV;...,": "../-. ., ■ 



Si 



16.3 



58.8 



•-7 



44 .4 



50.6 



60.6 



52.5 



62 .;2 



74^ 



78.9 



87.0 



90.4 



9\6 



I: 



N-289 
N-278 



N-275 



^-?67 



N-269 



N-257 



N'-251 



N-246 



N-246 



56.5- « N-253 
N-247 



N-250 
N-248 
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C. SOCIAL SERVICE DEUVHRY: 3ATI§^^ACTI 



(■ 



ONS 



B 16 ^ 



. Ar« you satisfied with thfe social ^ervlcjp 'ptoleaaionaf a . t 



•Yes . . 
No . J 
Not ^seeing any, now 



' *Thl8 quastldn appeared baue^th the quest i<m e8klngVarents\ 
about thelt contact wit types of social service pro- 
f esslonala/Cse-e table p for listing). ' . / .\. ^ - ^ 

'Ot the families who were currentl^^ dealing with c^e or^ore of/the 15 . . 
types of socJ^«ervice professionals listed (N-igA) , P)% wer,6 satisfied. • . 

*AS« of Child . The younger the developtnentally dibbled child i the more 
likely parents were to be eaf Isf led with social' service professionals 
(preschool 100%, primary 89r7 secondary 83%, transitional 82% satisfied). 

• Xype of Dloabllity . The less severe the mental .retardation, the more 
likely parents were to be satisfied (mild retardation 100%, moderate 
retardation 91%, severe or profound retardation 85% satisfied). Parents- 
of children with other types of disabilities reported: cerebral palsy 95%, ^ 
epilepsy 78%, and autism 71% satiiSTrted. . / 

> . . . / 

• Family Income . There is no relationship between Income and satisf act-^on 
with social service professionals. ifil , 1 



'5A . 9* 
38.8 



\ 



I 



J 

i 
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/' N * 1^ Paranta' Evaluations of Social Sftrvlce Professionals. , 

... I. , ^ ...... « .. ^ ^. .J, ft . -v 



. / Ouia>chlJd aqjd we havb* had the aervlcee of a speech tberapj.dt social 
i»rk«V, psychologist, and group therapy aa provided by the prQS^^Q™ our child 
'la in. I myeelf did not seek these people out. - They were provided by the 
Spacial Education District and have proved to be .extremely helpfia. (//^40) 

^ f ; . ■ ^ > . ^ ^ ^ ' ' ^ 

' llttve been helpful in giving materials to read, suggestion^ for Keeping 
- . * . development, Ttliets, evaluations, referrals. (#607) • ■ 

V 

I f^el in the shoriy time my eyn has been in school I have seen a tre- 
mendous ihiprovement in concentration., speech, \ehavior. They were able to 
gitve him the one-to-one attention, (//OOl) « 

^ V Tfe*^ always seem to refer to someone else atvi the .buci continues to 

he pas/ed. (//13A) ^ " ' 

• • ■ • • ^ V . 

* f . Most pf what 1 have found out to help, my daughter was on my own digging 

and asking questions. There is not enougfh help given to -parents-^dstly 
parents help eatjh other ,^ (#771) 

I '\ . 

^ \ Most of the social service professionals we are associated with are 

. from the school that our child , is attending. They are helpful , fencouraging 

and set goals for us and the child to work together with' them and. to . ' - 
attain the goals. - ' ' . ' - ' . 

Some are fantastic and seem to care very m\jah. Others onJ.y look itx 
their books and if c"hild fits in no category they do nothing for you. AL, 
- one time had' 7 social workers trying to" find school child would fi^t.into. (//25 
^ ■■ *>. '^^ } 

, . • * the Junior High Level there is n6t enough -Speech therapy, bhere are, 

. \ ^ • hot enlugh options. . The' system seems to serve the very young adequately ^but 
when it -gets tj/the Jhnlor High l*vel the options are either for the very low 
functioning child <jrjthe very br/ght L,D, child. The child in the middle is 
over-lookftdi (#5A'l)'*' ■ , " - 

" • ■^■f ' \ ■ ■ ■ ■ ■ • ■ ■ ■ ' 

v. J T^ey are human add we ask for, want and need ^perhuman things when 

,, we hav^ pirobleras. (P397h 



•Th» great raoijority/of cWtidren are, Included in everyday family ac- 
t fcivttj.««. Childr«*i are more likely to be excluded, or the family- 
as a unit is less/likely to participate, when activities would re- 
quite group participation of h scheduled duration (i.e., going to 
movies, sports ei^nta,' or religious services); (See Table 17.) 

•■' ■ ■/ ■ 

* Afte of child iilfluenced only one of the 7 famil^y activities about 
. which parents reported.. Families of younger children were more 
lijcely toS;ake wfalks, go to the beach or park, or similar activities 
(sVe item ^^'^) than v^ere families of older' children (99% with pre- 
8ciS^5\or primly age children compared to B8% with adolescent child- 
renH^- / ' . ' 

- f - ... 

Type of Disability Severely and profoundly retarded children were less 
likely to be included in family aotivities. 




Family Income . The ori^ly family activity .influenced by Income wa»--reli- 
glQUs i^articipation. toweV income families who participated in church 
or temple were more lively to include th6l,r developmentally disabled 
children, 



•During the time developmentally disabled children are at home on regular 
week days, they are most likely to be involved in passive activities 
such as watching TV, followed by socializing .with other family members, 
helH^ng around the home, and developmen^l activities. Very few have 
no rfeal activity. (See^ble 18.) ^ 

-Pattern of involvement is not affected by age of child or family income 

T ype of Diaability . As might be expected, severely and profoundly rc- 
' tardcA children and children with cerebral palsy aire less likely to be 
invdlved 'in developmental actlviti,es or doing household chores. 



2. fi 



^11 



lunity-.Qentered Activities . 

ithough parpnts feel specia-l recreation program?, Social eyents and 
clubs are important for tha community and that their, children would do 
better in a special, recreation,.jjrogram than in a regular program, 2/5 
report, that they d6 not-juse or'xi^ed special recreation.progfamd for 
th^ix own children (see Ta,ble 19). ^ - ^ , . v 
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P#rc6lvad n««d for sp^iclal recreation for one's own children Is In- 
fluenc^jd hy typo of dishblllty and family Income. Parents of mildly 
tetarded children and those with higher family incomes are less likely 
to report' a peVoonal need* ^ 

Fewgroups have more leisure tioa^ than the develbninentally disabled* 
Often free time is forced upon them due to lacktSx planned oppor- 
tunities* In this respect, it may be of concern that less than 1/3 
are involved with organised ,youth groups and only slightly more than 
1/3 have ever gone to a summer camp program* (See Table 20.) 



\ 
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Table 17 



Below are Bome actslvlties fJ^-les might do togfether. Does your 
d*v«loDtn«ntaUy dleaUed chWr db the, following wltfe you? (rank 
ofdered by frequency of f^ll-f* jjwolvement) ■ _ _ 



Child ddes^ Child does not Family does 
' with family do with fagUly ^ not do 

1. Go for rldesr In the / ^ - 

. family car ' 96.6% 1.-8 . • 1.6 . N-319 

2l Vlelt frien<Js or X" \ . ^',n 

relatW > 95.6% ^-^ . 0-0 ' ^"318 

3. Take walks, ^o to, beach,^ ' ^ 

or park, or i^llar " ' "^^ ♦ . •" 

^ictlvitli^e 91.A% 5.4 3.2.;,N.3l5, 

A. Eat away from home (for \ 

example'^ Ice ihream, parlors , ^ * 

hamburger statide, or 
restaurants) 



90^2% 6.9. 2.9v N-317 

87.1% 11.3 1.6- N"318 



5. Watch TV - 

6. Go to movies, concerts, ^ 
plays, sports events, yor / 

slml^r, actlyittes ^ 65.2% / 2A.5 . 10.3 N-319 

7. Go to ohutch or temple (In- ' / . , ^ / m no 
fcludlntk Sunday School) 56.3% / 17.3 . 2^. A N- 3 18. 



Table 18 



During the time your dcvelopmentally dlafablcd child Is at home on « 
regular week day, what Is she/he usuallV doing before going to bed? 
(rank ordered by involvement In activity ; 38 families excluded where 



child dioes not J.lve.at home) ^ 



. ^ HardJ.y 
Sometlroefl Ever 

* 

i:' Watching TV. or listening to ' L ,^ , ' „ ^ „ o«n 

radio or record player. 72^/5% 18.6 8.9 - N-280 

28. A '20.3 N^275 




2. Playing with brothers and sis- 
ters "or other children. 

3, Activities with parents (for ex- 
ample, games, reading, talking). /SO. 9% 37.7 11. A . N-273 

A. Helping around home (far example 

taking out trash, setting, table, / , 

sweeping, •feed.l^g pe^fl). , , / 28.8% 30.3 AO. 8 N-27A 

. ' " ■ • ' / <^ ' 

5. Working on developmental skills, < a, c i xt o^c 

doing homework, or reading, 18.1% 37. A AA.5> N-26S 

5. Wandering aimlessly; no. real 
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Wlc 19. 



Rate according to how Im-- 
portant 3Lt Is to expand 
ot offer- , * • 

Special; recreational pro-- 

gramp \ 

Social \event8 and clubs 
(Including dances and 
.parties) 

% f 

My child would do better In 
a special recreation pro- 
gram thah in a regular pro- 
gram . 



Special Recreation 



Do you use • - . 

Special reci;eatlonal pro- 
grams? 



Adequate Expand or Offer 



26.5% 

73.4% 
Yes 



25.7% 



70.9 

67.5 
Uncertaljn 

14.0 



No, but would 
like to 



31. 3 



Not 
Neceeaary 



2.6 \ N-306 
10,4 N-289 

> 

^Disagree 

* 

■ 12.6 N-300 



No, do not 
need 



43.0 N-307 



Table 20 , • « : — 

Youth Groups and. Camps 






Is your deyelopmentally disabled child Involved 
with an organized youth group . (for example. 
Scouts,^ YMCA, church group>? 

the group especially for development ally 
' ' disabled children? - 


^% rYee 
28.2% 
70.2% 


N^316 
N- 84 


Has your child ever gone to a summer camp program? 

„ Were the camps especially for developmentally 
disabled children? 

.. T '1 1 , II ■ • - 

-1 mill-" ■ > 1 ^ 1 1 1 . 


38.2% 
79.7% 


N-325 
N-118 
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E. EMOTIONAL AND INFORMATIONAL SOURCES OP SUPPORT 
Confidants and Coneultantg , ^ 

•Significant others are utilised as sources of emotional support, as 
confidants (see Table 21) and as sources of information, as consult- 
^ ants (se«> Taple^ 22),. 

As might be exfpected, members of primary groups are frequently confided 
in when there are worries aboot the*^ developmehtally dlsablfed child 
(husbands 88.8%, and friends and relatives Al.9% being confided in 
often)* What is pethaps more interesting la that sociaJ^ service pro- 
fessionals also seem to be operating in this capacity ttvaditlonally 
associated with members of the primary group of extended family (48.5% 
often confide in social service pr<^f essi^als) . T^onversely respondents 
. are leas't likely to confide in a* rabbi, mlTilster or priest, or to keep 
<^heir worries ta themselves. 

. When advice is sought^ as might be expected, health serS^ice and educational 
professionals are those most likftly/^o be talked to •as "expert" sources 
of information (4/5 would talk to their child *s doctor, or teacher or 
principal). Again, what is perhaps mdre Interesting is that parents are 
next most likely to talk to other family members or friends, choosing 
these primary group members as d?hisultant8 ahead of organizations 
specifically concerned with their child^s disability or other profes- 
sionals such as social workers or psychologists. Least likely to be 
^consulted for advice are librarians or staff m^bevs of a State govern- 
\iental office. Underut illzation of these Information sources could re- 
sult from either a lack of awareness, of their expertise ot^ availability, 
or from negative evaluations of the value to be gained from contacting 
these sources. 



Personal Sourc'es of Support and Needs > 

• Significant ^others, both prtoary grw and prolf essionals , are 

utilized to meet the day-to-day managed deX^elop- 
mentally. disabled children, (See Table 23.) 

Cljilld (day > .Care , Pej-sonal resources — family, friends and paid sitters — 
are more likely 'to \>b used and iJerceived as necessary than are community 
resources — after school day care or respite care. Although needs are 
highest for younger children, over h of the families still use family and 
friends as babysitters for their adolescent children; approximately 1/3 
still use paid sitters.^ AJ.1 4 types of child/day care arrangements are 
used most frequently by, families whose children are the most sever ly dis-" * 
/<^lftd j[thQj3e with severe and profound retardation, cerebral palsy, and 
autism). The higher the family Incoifte,. the more all 4 types of care are 
used « 
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Hooafthold Malntonanca . llouaahold aaalatance la relatively unavailable 
for th% Ibl of *ainill«t who rspoirt that th«y n««d th» Barvlce, { 



0 



Self -Halp/Tharapoutlc . Approximately h of faijilloa dealrlng self-help or 
proi!«salonal couneallng are Currently ualng theae service* . The y^wger , 
the developmentally disabled child, the more likely parents are to repoirt 
that they use or would like to<»U8© ^oth services, the Ittformal and the 
professional. This could reflect either a learning effect,, so that less 
support l8 necessary over time, or changing patterns of awareness^nd 
service availability » Parents of ^-hlldren with cerebral palsy an« autism 
are ^ost likely to use or want to use informal rap 8e8el6n8; the reported 
need for professional counseling Is not affected bj^-the type of child s* 
disability. Family Income 1*^ not associated with the reported need for 
either service, . ^ 

In formation , There is a paucity of information sources utilised by families 
reporting such a need. The greatest need reported Is for « parent manual 
(which will be one of the products from this' research project^, closely 
followed by the need for a referral service (undertaken by the Family Sup- 
port Unit at Countryside Center for the Handicapped the year following 
distribution of the survey questionnaire). Relatively high unmet needs 
are also reported for an ombudsman, and for professional and ittformal crisis 
lines. Age of child was- associated only with need for An ombudsman and for 
a referral service. Reported need for an ombudsman increased with age of 
child, whereas need for a referral service was reported highest %y parents 
of the youngest and oldest children. The more severe the mental retardation, 
the more likely parents were to report needs for all 5 types of information 
sources.- Needs for information sources reported by parents of children 
with cerebral palsy and autism- weife similar to thope reported by pcirents 
, of the severely and profoundly retarded. - - 
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Confidant B (Bourcts of emotional «HPPOi^t) . 



When you are worried about somathlng conc^ning y^ur deValopm^nt^aUy 
dtwbind chlld» hQw of^fu^o you coafide In each^of the^f oUowlng? 
^rank ordered by f f quenc j aa iouree of em ottlonal auppc^tt} _ 



Often ^ Sometimes 



1 . My husband 

2. 8^>cial 8*«vlce prof esslonaia 
(aehpol personnel, social 
worker, etc.) 

3* A friend or relative 

A* A doctor or other medical 
professional 

5. Other parents with develop- 
mentiilly disabled children 



88\8% 

« 



9.8 



H«|rdly 
Ev er 

l.A 



Alt 



N-276 



6, No one; -I keep it t^^ toys el 

7, A rabbi, minister or prieet 



48.5% 


32.$ 


18.9 


N-307 


41,9% 


32(1 


■ 26.0 


N-'308 


39. ox; 


3 A. 7 


26,3 


N-"308 


19.5% 


30.3 


50.2 


N«i297 


7,5% 


12.2 


80.3 


N^295 




'12,0 


83.3 


N-300 



Table 22 



Consultants (sources of lnformatibn)\ ^ 
Parents ofteri react differently to advice depending upon who gives it. 
If you had a serious decision to make about your developmentally dis- 
abled child, would you talk to ahy of the following? (rank ordered by ^ 
frequency as source of Information) _ \ , — ^ 



1. Child* 8 doctor 

r' « 

2, Child *s teacher or principal 

3. Other family members or friends 

4, An organizat ioiS specifically con-- 
cerned with your child * 8 (lis- 
ability ^ / 

5» Other prof^selonal (such as a 
social worker or psychologist) 

6. Other parents with developmentally 
disabled children 

7. A priest^ minister, or ^^bbi 

8* Someone in a J^tate goyiirnmental 
office V ^ 

: ' r 

9^ A librarian ' 



Would 


Depends 


Would not 




81 .8% 


12.0 


6.1 


N-308 


79.3% 


12,9 


7.8 


N-309 


61.7% 


15,7 


16,6 


N-300 


63.8% 


4 25.2 


U.O 


rh309 


59. A% 


27.1 


^ '( 

13.5 


N-303 


AO. 4%. 


ft 

' 33 .7 


> 

25.9 


N-297 


2A.5% 


2A.2 


51. A. 


N-298 


lA,8t 


'2^.6 


58.6 


N-297 


5.1% 


• ' 8.5 


86. A 


N-29A 



A 



0 
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peraonal Sources of Suppdrt and Neoda 



Do you U8« any of th« following to h«lp you take cat^ 
jiffylX y dlsablad child? 



of your/'davalop- 



• Child (<fty) 

Babyaitllng provided by family 
and/or frianda? 

Paid babyalttara? 

After achoal day care? 
/ 

Reaplta care provided by a 
realdentlal facility? 

• Household Maintenance 

Regular paid domestic help? 



Yea 



No, but would 
like to 



65, 7X 
47.1% 
3.7% 



-1.3X 



Viaits by a homemakerjChoroe-^bealth 
aidte? -1.7% 

• Self -Help/ Therapeutic 

"Rap" sessions with other parents 
of developmentally disableii' 
children? 32.5% 

Parent counseling and guidance? 17.7% 

- Information 

An informal "crisis line" with 
(^t\\«t parents of developmentally 
disftblttd children to provide sup- 
ptJtt in an emergency? 5.9% 

A "ciriaia line" supported by the » 
State for contacting. the necessary 
professionals in an emergency? 3.6% 

A referral service funded by the 
State to provide help in finding 
services and progriims when needed? 9.8^ 

An ombudsmai) to Investigate com- 
plaints about services for the 
developmentally disabled? A. 3% 

A parent tnanual that would Iden- 
tify local, state, and national 
services available and suggest 
waya to utiliae themt. 



11.7% 



5.7 
'6.1 
11.3 

13-6 

.8 
7.0^ 



25.6 
22.6 
\ 



30.7 



40. A 



55,2 



AO. 5 



61,8 



No, do\not ^ 
need 



28.6 



46. 8 



•79 . 5 



90.4 



63. A 



56. A 



35/0 



55.3 



26,5 

-s- r 



N-3r5 



N-310 



85,0 N-301 



N-302 



86.8 ' N-304 



,N«301 



42.0 N-305 
59.7 N-305 



N-306 



N-305 



N-306 



N-30A 



N-309 



I 




Pa«;«i|t8' Conim«nt« on Relotfonahlps with Family And cFrlftttda 
4f k Result of H«vlng « Dtjv«lopmftnt«lly Dlaablid Child- 



havo been moat fortutxato in having klnd--haart«d, eympathatlc and 
^ undar«tandlng frl«inda and ralativae^ Thay wara aducatad along with us and 
hava not baan tnada to faal unaasy or uncomf ortabla in ^any situation or ftur- 
roundinga* VSfa hava alao racalvad li graat dfal of ancouragamant from tham. (#091) 

Frlende ar« cpncarned und sympathtttlc but do not know qulto how to r«- ^ 
opond to child. Soma «von a little embar^rassad about asking about tha child. 
Family has been a grj^at help and all seam gjanuinoly *to love and care about 
thia child. (#318). , ' 

, Vary faw frianda and moat of family wara unabla to accapt my chll^d'a 

eavara ratardation. (#773) 

Our frianda and fjMnily hava accepted our son vary well, I think ve 
h«v« all become* considerate and. thoughtful to any haxxdicapped person. Most 
o^. us 'had no contact with handica]Mi«d people before. VJe have, also, become 
very active in my son's school and our community. Out of this, we have many 
nev'friefids with handicapped children. (#321) ' " 

I find most relatives overreact to the disability and are afraid to be 
left alone with the child » Also they tftther expect too , much from them or 
treat them like babies and hind out advice without^ having any JWea of what 
livihg with or raising a disabled child is like. Friends, on the other hand, 
respect the way I treat' my child and treat her the same always asking me to 
bring her along to play with their child or children although children of the 
same age aelddm have the patience to play with her and would rather be with 
their own friends. (#38?) 

^Many friendships ceased tb exist. Some people were afraid their child- 
ren would "catch it", too. Some of our "normal" child's friends couldn't 
visit at our home because of our d.d. child. 0256) 

^ The attitude changes of. all those Involved by knowing a retarded child 
are re»«rkabie. Most peopled have met and become gqod friends with and do 

j • not^/have retarded children seem to grow .in the^ir awareness of th-e v^lue of life. 

V They tend to stop and think of the importance of time and slow down in their 
rat r^ace of living to . appreciate what they have. (//774) 

We are more or less by ourselves. We can't go wlthNi^ too many pl'aces. 
Not tx>o many people are willing or able to babysit .with hirov-And we couldn't 
' ^ Afford it too much anyhow. His brp^her and sister don't want much anything to 

*do with him. Th«y may babysit with him when it's really necessary. We don't 
have too many friends or relatives come to visit us. 
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A. SCHOOLS AND DEVELOPMENTAL PROGRAMS y» 



£r»ldctl6n of Schoola and PrQ)tr.amo ' 

'% / 

'School parsonnal w«re rallad on most heavily by far wheh parents' 
selected their childr.«n*8 current school or program, with 62. 5X having 
done aa and being atalofled with the recommendation^ About 1/3 were 
satisfied with x^ecoimnendations fxom social ser^rioe professionals or doc- 
tors, having visited other schools or programs first, and having contacted 
organisations, ^xt in order of utilisation f or «inlermat ion, about 1/5- 
of the parents were satisfied with available llterAtute, recommendations 
from other parents of develo'pmentally disabled children, and recottbendatlons 
from family members and friends. Relatively few received recommendations 
from State officials or religious leaders. In general, parents word 
overwhelming^ly satisfied with whatever source of Information they utilised,., 
(See Table 24.) . - ' , ' 

'Tl(e way in which parents go about seeking information when selecting a 
school or program is Influenced by demographic factors. 

Aye of Child ♦ Parents of younger children, especially preschoolers,, are 
leas likely to rely on the recommendations of school personnel (36% of 
parents with preschoolers contrasted tb <?ver 70% of parents of older child- 
ren) ♦ Parents of preschoolers are more likely to. spread theij:- search for 
information over a variety of sources, with doctors, social service pro- 
fessionals, organisations, other parents of development ally disabled 
children, literature, and family members and friends about as likely to be 
contacted as ate school personnel* At the opposite end of the age range, 
parents of the oldest transitipnal (19-21-year-old) children increased 
their reliance on organizations, being as llkely^ to contact organizations 
as school personnel (ov6t 70% in each case) , • . 



Type of Disability . The more severe the mental retardation, the more 
likely parents were to seek information from a variety of sources. Par- 
ents of children with cerebral palsy or autism were similar to ptMrents c^f 
severely and -profoundly retarded children in seekirtg Inf ormationA*ldely . 

Family Income , LoWer income families were more likely to have obtained 
Information from doctors, social service professionals, religious leaders, 
and government officials. 



Satisfaction witj^'^chools and Programs 

•In general^ S[)proximatcly 90% of the parents were satisfied with^he 
children'?! current school or program, felt the staff were interested 
their c\iiltlfen as individuals, and reported that teachers welcom 
as visitors. ^(See Tables 25, 26, and 27.) 
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■Int«rp«r8onal communication between hom(i and- school appeals to be an 
irtft whi«r'« rolationehipc could b«i Unproved. About H of tha par^nt^ 
(45,5X) r*pox;ta4 that thay did not really know what^quaationa to a.k 
mt tha initial placement intarviaw. Wharaaa approximately 3/A of tha 
taachara of f •rad.flWBg^tiona to par*nta only ^ asked parents for^ug- 
gaatione about how to handla their children. Efforts to P^°^Jf * 

paranta with more information and to elicit more information from them 
would help involve paranta mora fully as members dT t^e team. 

»Tha only other barrier to participation in achool maatinga aaema to be 
one of loglstica, with AO, IX of tha paranta raporting-dif f iculty In 
arranginrm^tin^a due to euch factors as work achedules transportation, 
S bSlittera!" This is an at«. vhere profesai6nal. and P--ts ^ 
wofk together to provide cooperative exqhangea to facilitate meatlng 
attendance, ; 

•Demographic factora did not aeem bo exert ayatematic •influences on 
jjatlaf act tori. 



Attitudea Towarll Malnatreaftlng 

'Theoretically mainatraaming can l/a conceptual i>;ed as a contlnxium pro^ 
vm^leJilopStn?^ dibbled children with ^n increasing a-^unt of ■ 
lont^t with other children. Ho;.«ver, parent-^ attitudes do tiot aaam to 
be orglnlred ^n this fashion of increasing or decreasing favorability 
^^wards amount of contact provided. Rather their -"itudee are bimodal, 
favorlnR either separate buildings or .a combination of special and 
^rgriarMassL wUhin a regular attendance center ^ 
ia'ltttle aupport for either total tntegtation «^l/~^28 > 

classrooms within a regular attendance center. (See Table 28.) 

•Slightly over 2/3 of the parents reported that their children wer'e in 

ie'tjpe of envlronm^t they perceived as JP/^f ^^^,^!,;;t^J:^f,,3 
not neceasarilv in their own . coipiunlty (see Table 29). Of the parents 
who r!^or?S that their children were not in the most appropriate en- 
:^:onXt virtually all had children who were attending -P-'^^^^^JJ^-^^^ 
lor the d;velopmentally disabled . Not surprisingly parents ^f^J^^^r f ^ 
moderately retarded children were more likely to favor a combination of 
special and regular classes within a regular attendance centeV. 

•Attitudes towards mainstreaming are based upon Judgments 
• educationaO. and social needs of developmentally disabled children (See 
?able 30 ) A majority of parents feel their children learn more in, 
IfecLi education classes (82.7%) and would|vave ^^^Ji-i^^J^f3f ^^^^^ 
aociallv If all the other chUdreA id the pl^gram were normal (59.5%),. 
On the other hand, they also feel their chlllren would gt^tly benefit 
ZTJ^X more^ormll children (60.0%) This ^^r^^^^^ ^^TZlill 
different" needs may account for their ambivalence about the motivation 
for mainatreaming (see item 1t5\ Table 30) . 



A o e of Child . Parents of younger children ore more likely to exprens ^ 
•ttltidef favorable towards malnetraaTnlng. Thli may raflett a more 
hopaful outlQok ainpn^ o^ounger cohorts and/or t^at developmental de- 
laya ara ndt as acc<^nt^at«d for younger children. 

Type of Disability . As was true for feelings about appropriate environ- 
mental not surprisingly parents of mlldl^y .and moderately retarded chtld-^ 
ran wera more likely to favor malnatreaii^ln^j; than were parents of child- 
ren wltn aevara or profound -retardation,' cerebral palsy or autism. 

> 

Fatally Iticom<i' did not seem to ba systematically associated with attitudes 
tbward malnetreamlng • 

Parantja' Prlorltlao for Progr^s 

•Progtam prloritia? Are clearly child ■r<:ontcred (see 'items ranked #1-5, . 
Tabl4 31), with parents needs second (see Items ranked //6 and 7), and 
mode of service delivery least important (see items ranked // 8 arid 9). 
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TableJZA ^ ^ 

Biif^rVyou^w^^ development Ali^ *d la Ablft^ytM In hlV/her 
current] school or program^ did you do any of the following? (r^iYik 
prder fid by -frequency of effort,^ to exerclac choice) ^ 



1. Rely /Oni thW recommen^ 



dtttlon 
Bonn el 



of school ^'er- 



Yes, 



62.5% 



2, Rely ^/ the reco\nmen- 
datlop of another pror- 
f esefbnj^l (for example , 
social worker)* 33,2% 



3. Rely on the recoinmen- ^ii^ 
dation of a doctor, 31,3% 



Vlalt at least one 
other fl^ool or pro- 
at • 



30,5% 



ontact an organiza- 
tion specifically con-- 
cerned with your child 
disability. * 28.8% 



6» Re*d any materials 
about options which 
might be available* 20,8% 

7. Ask for or receive any 
recommendat lops from 
other parentis of de- 
velopmentatPly ^disabled 
children 18.4% 

8, Ask for or receive 
any recommendations 
from other family m^-- 

' bers or friends, ^ 17.6% 

9* Ask fo^y or receive any 
advice from a person 
/wbrking in a govern- 
^Wnt office, . 5-7% 

10. Ask for or receive any 
recom^nendat Ions from a 
rabbi, ptieat or minis^ 
ter/ ,1 » ' 3,>^t 



Yes, not 
helpful 



8,6 



No, wish 
I had 



0,3 



6,2 



6.5 



7.5 



^0 



5,5 



7.1 



12.3 



1K5 



12,6 



5-4 . 



6,1 



8*4 
3.7 



1 .4 



3,4 



2.7 



1 .7 



Not 



28.6 



X 



58.2 



60,2 



56,5 



N-292 



N-294 



N-308 



3 



52.5 . N-295 



5A.3 



N*-293 



70.1 



N-294 



72,6 



,N-296 



87.2 



N«^296 



N-295 



V 



T able 25; / ' . . . . 

All la all, how satisfied are you wLth your alilld 'a curren t achool 
or program? • , „ ^ ^ 



Satisfied 88, OZ 

MiVed feel Inge 6-3 
niflsatlBfled 5.7 

_ _ _ ; _ 



ttxH« nbout tlic Interview or staffing amoi\g the parents who went 
for Huch a mooting hoforo their children wore placed In their current .^wj 
Hchool or educational prog ram. ; j 

Agre e ^^il5^^JJ^ ^ J ^ niaagree 

I felt t*he staff was Interested In » 
our. child as an individual. 92. 9X A. 2 "^2.9 N-283\ 

I felt my child and I w^re being 

evaluated. 56.4% 15. A 28.2 N-266 

T did not really know what ques- 
tions to ask about the program* 45.5% 12.5 42*1 N-264 

1 coujd not really understand what 

was being said. / 12.6% 5.7 81.6 N^26r 



T»ble 27 



Below are sCJine things parents say about meeting with their develop- 
mentally disabled child^fl teacher(s). Do you agree orj | dd i8agre e? 



Agree Uncer tain Disagree 

The teacl|JteiLl8) welc(^me(s) ^ou to visit 

your child* 8 classroom or program. 92-6% 3.9 3.5 N«310 

I ^ 

The teacher<s) offerCs) suggestioffs 

to you on how to handle your child. 72.3% 5-3 22;3 N-300 

The teacher (s)-'ask(s) you fior sug-^ 

gesttons. on how to handle your child* 51.3% 5.6 43.1 N«302 

It is difficult for m^ to arrange 
meetings (for example^ becauHC of work 

schedule, transportation, bal^yMj ttern) . 40.1% '/ /\ '^l.l M- iO/ 

The teacher(H) has/hnvo llltl<' to <>1 f/T 

me ag a parent. ^ 1(^.07 H. j Ml../ 

Such meet IngH ar e usuaLl^g ^npleaBanl v A'/^V- ' '^ 



JFnb;Le 28 > ^ . . „ ^_ . 

there Is a lot of talk these days about ^ina instrenmlng children with 

d*v0lopm«ifttal disabilities into programs and clasaroome with normal 

Children, Mai^streaming means diffe^eftt things to different parents* 

If your child ver^^to he mainatreamed into the emrttfonment which you 

felt to be ro69t approptfipte for his/her developmental dlsAbUity, which 

of the fo^l owini;^ a lternativea would you choose? 



Having child attend a special education program or sthool for the 
4evelopmental\y disabled located^ in your community. - ' ^7.3% 

Hftving child attend special education classes in the same building 

as other children attending regular claspes. - 12.5 

Having 9hild involved in some spec iab educat ton classes but also 

in some classes or inactivities w^th normal childreUt 38-^ 

Having child involved 't)nly in regular Qlasses and activities with ' 
normal children, ^ _ ^ 

1^313 



Table 29 


A 


Ib your child actually In the type of 
abo^^e «0 moot ^appropriate? 


ehvlr^ments which you checked 


Y«s, in our own conununlty 


AO. 8% 


Yes, but not in our own community 


27.3 


No 


31.8 
N-311 

H — ^ 



Table 30 



Some parents have made the following statements about mainstreaming' 
Do you agree "or dioagree? 



ree Uncertain Disagree 




My child learns more in apecial edu- 
cation classes tihan would be possible 
In regular classes. ' 82.7%.. 12.7 A. 6 ' N"307 

My child would do better in a special 

recreation program than in a regular - 
['program. 73.3% 14.0 , y 12.7 N-SOO 

My developmentally disabled child would 
greatly benefit from meeting m9re nor- 

mal children. 60,0% 18-7 21.3 N.310 

My child would have difficulty getting 
•long socially If all the other child- 
ren m tha program were normal. 59.5% 1A.4 -26.1 N*299 

Malnatreaming la an excuse forcuttlng 

ba ck funds for special educatio n. 38 . 9% ^ 23^^ 31 .6 V301 



TaUe 31 



If hkd a choice In ©^^lactTng^ child s 
program, how impbrtant woyld the following be In making your doclalon? 
(rank ordered by tU portan ce of factors) " 

Not 

Impor tant Uncertajja Important 

« 

96.8% 3.2 0.0 N-3U 



1. That my child likes the 
program • 



2. That there are support staff 
available (psychologlsta , 
Boclal worker, doctor or nurse, 

therapists). 96.2% \ 2,9.' 0.9^. N-313 

3. That the prograjnoi la develop- ) 
mentally aou^pd^ (amiiil staff/ 

atudant ratio, regular writ-- 
_JLbxi pf ogress reports, skills 

Instruction provided) • 95.2% 3.2 ^ K6 N-313 

4. That the facility is attrac- 
tive (clean, well kept-up, . 
have recreational and social 

areas, proylde meal servlcea) . 9A,9% 3,5^* 1,6 N'-312 

5* That the program is easily ac- 
cessible (within walking dls- ^ - * ^ ^ 
tance or with transportation 

provided). ^ 8:^.d% 1.9 , , N-317 

6. That there is. an opportunity 

for parent involvement. 83.9% , 1013 " 5.8" ' N-310 

7. That I like the^aff. ■ - ^2*9% 6.8 10.3 N-310 

8* That other studgjitel in- the 
i program ha-y^**develotrftfwi>t'al 

iisaibllitiflHi which are about ^ . ^ . 

the an^e fib my child's. \ 78.5% 9-.Q 12. -5 M-3n 

9. That my child remain in the 

public achool system. 5^ A7,. 20. 1 . 25.5 N-309 
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Parents Experiences In FindLnu A Progrmn 
for thetr Developmtmtall y Difiiab^ed Child 



Vary difficult In New Jersey* When we moved to Illinole it eeemed 
llkn a dream. (/^358) , 

While 'In Grade scliool fny son was put in regular clasHee with normal 
children. I fought in vaii) with schools for special classes and was told 
it wasn't needed. When he entered high school I again contacted a counselor 
and explained the situation. She had him tested and then and only t hen ^ was . 
he finally put in special classes where he has been extremely happy and has 
made .slow but STF.ADY progress f*or the last SVyoars. (//710) 

It was relatively simple. She was tested by a psychologist (which 
waa suggestefl by our pediatrician),, and upon her recommendation to place 
our child in the Specic^L Education program, we , did and have been ve^y pleased 
with her progress ever since. ' (//095) 

It took me many m onths work and much wasted time and money to have my • 
child placed in an institution. So much red tape of forms, questions, 
xraiting, stat^ not txaving facilities available were Involved. Caused much 
mental strain on entire family and probably hastened my husband's death. (//257) 

J. was. enrolled at a special education i^rogram and after 6 years they 
toldih* they "had no program for J" for September. This was in August so 
they dlJ^ot give me much time to find a place for J. I did put, "heat" on 
the school district for no programs directly- for J., so they "threw him out". 
We bad to settle for a school that we felt did iiot meet J's needs and still 
doesn't! (//6A1) ^ ' ' ■ . 

I haven *t found what I hoped for and don't guess I will. There don't 
seem to be anything for a child like mine/ It isn't even fair b'ut that 
Just the way it is. I don't even want to talk about it;. I tried to find 
help/' but haven't got wfiat J want yet. I want therapy and lots of it, but 
can't get it. (//650) • " * . ' V 

Started a class (parents own expense) for 3 to 7 year olds. As a 
volunteer, got retarded children's axiclety to take over cost and-provlde 
rooms for this class and Increase age to 10 years (parents subsidized $10.00 
per week and provided own transportation). At 11 started at his present 
.residential/day care private school. School district special education paid 
'part and provided transportation. We paid $110 per month. Now under new 
bill and fully paid for school year plus 8 weeks at summer school. Son will' 
be 21 this year and will attend same school on a day baals at parent's ex- 
pense. All three have been very re^farding experiences and have made many 
true friends along the way. (//6A2) 

W« were unable to find any program for our child unf 11 he wa&- five 
years. We Wish he could have gotten help earlier; he's in an excellent pro- 
gram now- at the -grade school level, but I'm very concerned about the program 

■ In high school. (//002) 

n 
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B, RESIDENTIAL OPTIONS 
^l. Satisfaction vlth Residential" Experienc< 



Of the families in our sample, 48 had children who were or had bean 
in, residential placement. Of these. 26 families (54.2%) had children 
who had been in more than one residential placement. (See Table 32). 



Of Che 22 families whose children had been in only one residential 
placement, 5 had their children buck at home at the time they 
responded* to the survey questionnaire. Thus, a total of 31 families 
hdd experienced a transfer from a residential facllity(5 to the famLll 
homes and 26 to another residential facility) 



Transfers occured as a result of a new fat-tlity becoming available 
(WaukVigan Developmental Center) and associated dissatisfactions With' 
previous facilities. Cost of care was not a factor. 



* 
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Tabl« 32 



Hov m#ny yBldantlml plac»m»ntg has your child baeiv In ? 



One 


45 


.85: 


Two 


37 


.5 


Thrift 


14 




Four 


1 


.1' 






48 



T«bl« 33 ^ 






Parents' reaaona for transferring their child 
facility, (rank ordered by frequency of reason 


to another 
given for 


resld entlal 
tr^insfer, N-31) 




* / 






1. 


I felt ahe/he was not making any progress. 




3877% 


2. 


A pew facility was built or opened. 




38.7% 


3. 


I felt ehe/he was not receiving adequate care. 




35.5% 


4. 


She/he was evaluated as needing a different program. 


35.5% 

• 


5. 


She/he waa evaluated as being ablie to benefit from a less 
restrictive environment. , ^ 


19.4% 


6, 


Became too old for th^ previous facility* 




16..1% 


7, 


I could afford a more expensive facility. 




3.2% . ^ 


?' 


Our family moved. ^ ♦ 




3.2% 


9, 


The previou^ facility became too expensive. 




0.0% , 



t 

r 

V 
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Parents Evaluations of Residential Placements 



It Is a pleasure to have our aon closer to home* (ff238) 



Child WAS rterely cared for physically and hie social^ lihyalcal, and 
speech development were retarded because of poor environment **8tlmulat Ion'' 
and no Individual love and attention. (^285) 

I could not he more satisfied with the personal care ray son is getting. 
There la some frustration with state bureaucracy at a higher levels* They 
filled the center at full capacity quickly. Now they talk about cutbacka 
arid transfers* 

We were afraid until this year that the .school doors would clode be~ 
cauae of th«) lack of funds to etay open. I and others Involved with the 
flchool want It reopened for those over 21. We warit to keep tlxe school opened 
for the care of< these people for a "lifetime". (#286) 

I feel my chiXd la happy in a residential facility. I only wish it 
could be permanent. ^(^'252) 

When residential placement is needed, it is better to place the child 
in a facilityje close to home as possible; keep the child home as long as 
possible, but not too old for a satl'sf actory adjustment to the facility. (#659) 

r 

t 

Placement enables my child to progress because of the rhythttc in her 
life. Living at home would constantly alter »ny routine and would <lnt err up t 
her learning ability. .Size is another big cojasiderat ion since she is getting 
too large for me alone to handle for any Is^gth of time. (HTA) 

K. will be placed soon, I did not think there were other alternatives 
in the community. My doctor^ told m6 it was f(^ the best. There were no 
openings* in the day programs I Investigated. I thought it was best for my 
child. I thought it was best for my family. (#398) 

■ 4 

• There, is .sometimes a lack of proper care and supervision because of a 
seridus staff shortage, (No funds available to pay \)etter and/or hire more 
aides.) As caring parents, ^'We are not kept Informed. of procedures in the 
medical and dental care." (#651) 
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^tlclpatpd Needs for Reeldfent lal Care 

'Although f*w children- arc old and capable enough to look after them- 
fl'<ilvo8 (3.3X), not many parents have contingency planw foi" placement 
In a supervlBed facility (10.2%) In the ©vent that they became unable- 
to care for their development ally disabled children* The majority ex-- 
pect other family memteys or friends would care for their children 
(63.0%). The remalnde/, about 1/5, simply trufit to the future or leav 
placement up to the State. (See Table 
i 

•Few parent^ have long-range plane Involving a residential placement. 
Even if the yentual need for such a placement Is anticipated, the 
timing for such a transition is left vague (see item ranked //2, 
Table 35). 

•Not surprisingly, parents of younger .children are more likely t\) rely 
on relatives or friends; parents of older children are more likely to 
have arranged for a supervised facility^ The more severe the dis- 
ability, the more likely a facility is to have been planned. 



\ 
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T*bl5_^i_4 — -tr 

Many p%r«nts are concerned about what would happen if for ^ome reason 

they^ere unable to care for their devel opmentnl ly dlHubled child. 

What do you think would happen to your child If you were unable to 

care for hlxn/her? (rank ordered by frequem^y of future type of care ^ 

antic ipated) ^ ^ ^ 



/ 

K A family member or friend would care for child. 63*0% 

2, I pray to outlive child; T live from day-to--da^^ and trust 

the future will look after itself* 13,9 

3, f"have planned for placement In a sup/'ervised faalllty, ^ 10,2 
4» The State would place and care for child. V 9*6 
5. Child ia old and capable enough to look after htm/ hero elf . 3.3 
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Table 35 



If your future plans include residential care for yftur development ally 
disabled child, when do. you plan to do this? (rank ordered by frequency 
with which timing of residential placement planned) 



1. Do not plan residential placement . A3*0% 

2, Other plans (not specified as to timing of placement) 37,9 
3- My child is currently in a residential facility, II -3 

4. When he/she becomes 21 years old* 7.0 

5. As 80on as we^ can find a place for tiim/her, 3.0 

6. When our child finishes his/her current day program. 2.7 

. N-328 
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Parents Percept loriB of Their Child's Need 
for Reeidontlai Placement 

The right time is when the family can no longer provide what the child 
nftede ef feet Ively-'-whe^x. more hfelp , teaching, ^tc.^ Is Indicated- Family 
health fi48o should be con«jL<i^rad . t feel no one member, ret arded or not, 
should be more important tharj any other member. However, the retarded per- 
aon deservea no leee than th^^beot opportunity to develop his potential. (//263) 

I am looking for a residential home now~My aon Is 19 and the longer I 
wait the harder it will be for him to adjust to adult living. It 1h diffi- 
cult to fir\d a placement --with waiting lists everywhere we turn-and not much 
help from outsiders, (<f310) 

T placed tny child 12 years tlgo because I could not continue to care for 
her and give her and the rest of the family the necessary time. At that time 
there were not any prpgrams for after school e^^ . and I was physically worn 
down and could not continue ae things^ were; ^needed physical help more than 
anything else, (//776) 

We would^llke, if at all possible, to avol^ residential placement , bul 
feel that, realistically, this may have to be considered someday. ^^f5S3) 

Children who are normal, grow up and leave home at about this time, it 
wouia be unfair to our child to keep him at home without friends and activities 
j(i#281) 

*' We plan to have mir child finish his special education years and then 
see what the possibilities are for his future. We would like to place him 
in a permanent home while we are still healthy and «ble to visit him and have 
him home fbr vacations. After his schooling is finished, we feel he will truly 
mliia hie friends, all DD individuals, apfll would be happier In-a residential 
or community living placement before an emergency itrises and he has to be 
abruptly uprooted from home. We don't know at what age this will be. (//508) 

Plan to place in early to mld~teehs because: l)We are weary; 2)1 feel 
unprepared to care for a menstruatVg teen vd^h developmental dlsabilit^les ; 
3)lf child is positively going to live elsewhere, this seems to be a fairly 
rtatural time to make a transition; 4)con8iderations of various sorts in regard 
to adolescent sibling some se:ic^. (//328) 

Our child will finish school at 2k, Her brother and sisters will most 
likely not be living at home. He father and I will be in our SO's. 1 think 
If a good residential, placement could 'be found it would be to everyone's ad- 
vantage. I Chink at age 21, our child will want friends, a social life, etc., 
that we will not be able to provide and the community cannot provide at this 
time. (#315). . y 

- 4? ' 
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C/ COMMUNITY ACCEPT ANpK AND CONSUMKR ACTION > 



Community, Acceptance 

'Labeling a deveXo'pmentnlly disabled child as deviant may reauH In both 
the child and the family being isolated from regular social contacts. 
Increased social distance and isolation can occur as a froault of the 
family's withdrawal from social interactions as well as 'because others 
exclude the family and child from their social "activities. If parents 
are willing to Inltfate social invltaClftns , most (88. 6X) perceive their 
neighbors as ^^llng to accept (see item ranked III, Table 36). Fewer 
perceive their neighbors an willing to extend the invitation (69.2%), 
to accept the developmentally disabled child '^s a friend for their own 
children (60,3%) > or to accept the child as a neighbor living in a 
community living facility upqn reaching adulthood (61 ,3X) (ace items 
ranked /f2-A^ Table 36) . ^'^hen relatlonshllps move beyond neighbor linesa 
to colleglality at work, at school and in clubs (see Items ranked #5-7), 
only about \ of the parents perceive their neighbors, as accepting their 
developmentally disabled children. Finally, least acceptance la per- 
ceived for relationships which symbol isse^ adult status in the community, 
^e sex friendehip*^, and voting privileges (see items ranked ^8-9). 
Thus, doclal distance is perceived to increase as developmentally dis- 
abled children move from their own homes, to. the neighborhood, to 
colleglal J«lattonohit>8 and to full acceptance with all the rights and 
privileges pf adulthood 

Age of Child . Parents of younger children are more optimistic, perceiving 
less social distance, than are parents of older children. 

T ype of Disability . The relationships between perceived social distance 
and type of disability are quite dramatic. Parents of mildly retarded 
children perceive the greatest acceptance (65-95% think their neighbors 
would accept their children in the 9 situations presented; interestingly 
lowest acceptance Is perceived. for opposite sex friendships). In general, 
proJected^-tfSrceptance decreases by type of disability as follows: moderately 
retarde!6C epilepsy, cerebral palsy, severely and prof oundly retarded, 
aut^im. A majority (80%) of neighbors of families with autistic children 
are perceived as willing to accept only an invitation to the parents' own 
homes. A minority (0-A4%) of neighbors of families with autistic thlld- 
ren are perceived as accepting of the other 8 types of situations pre- 
sented. 

Family Income . In general, lower income families perceive- neighbors as 
mo.re accepting. ' , \ • 

Sex' of Qevelopmentally Disabled Child . Invariably, neighbors are per- 
ceived a^more accepting of developmentally disabled daughters than of 
sons . 



♦Thinking of what their developmentflny dlBahlcd children will actually 
bft doing upon r««ching- adulthood at 21 yeorS of age. pareuta moat comniauly 
•xpreas either a continuation of famillaL pirotectlveneas (child re- 
maining at homa and having a Job in a ahelterod worHehop) or Independ- 
ence (child living on owi\ or with ftlends and having a regular Job In 
the community). (See items ranked ffl-2 In Tables 37 and 38.) ^ 

Age of Child . As was the case for perceived social distance, parents ol 
younger children are more optimist ic. 



pat^opts 
itu- ( 



Type df Plsability . The more severe the disability the more likely 
are to choose a community facility as the most appropriate living a 
at Ion (see Items ranked ff3-5, Table 37). Parents of mildly retarded chlld^ 
ren are most likely to expect thel^ children to hold a regular Job (60.0X), . 
Parents of moderately retarded children project either a sheltered work- 
shop (A3. 6%) of a supervised Job (31.8%) as appropriate. A Job In a 
sheltered workshop is expected by parents of children with autism (88,9:5), 
severe and profound retardation (69. A%), epilepsy (50,0%). and cerebral 
palsy (A2.9%) . ! • / 

Family Income. The higher the income the more likely parents arc to pro- 
JeTt a community facility and a sheltered- workshop as mo^t appropriate. 

Sex of b evelopmantallv DisablecL Child . " Females^are more likely to be ex- 
pected to remain at home o7 td \\ve on their own arid to work in a shelt^ed 
workshop. Males are more likely N:o be expected to live in * community ^ 
facility and to work in^a regular or supervised Job in the community. That 
is females are perceived as t^eding more protection on the Job whereas 
males are perceived as needing more supervision in their living situation. 
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»bl» 36 ^ ^ , . — — — — 

Som« people with ddvelopmentally dlsftblAd children find certain 
communlti-iKItfore accepting than otherfi. I mftftine ^t^br o\m child 
at different stages in life; how accepting do you>J\lnk your own 
• neighboro are (or would be) In the following 8ituat\on8? Thoy do 
(would) : (rank ordered by frequency with wlil^h commi^nity occept- 
ance proj acted) ^ 



Would Uncertain Would not 



1. Visit us when child is at home. 88,67. 



2. Invite to vi8it-4n their o\-sn 
hotnee. 



3. Accept as a neighbor living in 
a conununity living facility 
(upon reaching adulthood) . 



4. Accept my development ally dis- 
abled child as a friend for 
their own children of the same 
age. 

5. Accept as a covrarker (upon y 
reaching adulthood) ^ 



6. Accept as a classmate at the' 
samK.8chool for their own child- 
ren or^*ltC same age . 



7. Accept as a member of "Q>-.a2f 1^1 
club with their own children of 
the same age. 



69.2% 



61-3% 



60 . 3% 



52,2% 



51 .7% 



3: 

%cept as a friend for their own 
' children of the opposite sex. 



U6.8% 



9, Accept as a voting member of the i 
community with full legal rights 
(upon reaching adulthood) . i A2.A% 



6.6 



12.1 • 



29.8 



18 .8 



32.5 



2A.0 



■St), 5% 2A.8 



25.3 



32.5 



A .7 



18.8 



8.9 



\ 



20.9 



'r5.3 



2A,3 



2A.8 



27.8 



N-317 



■N-3l^ 



N-315 



N-320 



N-31A 



N-3H 



jV316 



25.1 f N-3n 
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T able 37 ■ <■ i L_ L 

Which of #e' follfiKVing cKoiceo of living situations do you think will 
btt moat appropriate v^en V^^^ child becomes 21 years old? (rank 
ord er.ed by frequen cy with whic h living situ ation ejKpgtted) 




\. With me at home. . * 

2. Living on own or with friends. 

3. A private residential facility (like Grove or Lamb's). 19.8 

4. A supervised apartment house unit. ~ ^ 12.5 



5. A public residential facility (like Waukegan Developmental 

Center) ^ ^ ' ' "--O* - ^ 

^ N-303 



Table 38 



Which of the following choices of work situations do you think will be 
most "appropriate whe^ your child reaches age 21? — ^ 



1, A job in « sheltered workshop. ^ 43-5% 

2. A regular Job In the community. 32 Ji 



3. A supervised Job in a special business ^program (for example, 
0, In a hospital, rea^urant, or motel) . 

_ ,/ 



2^.1 
N-253 
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ConBumer Acti on — ^"^^'"^ Gr ou^^H ^ 

.?FDr many parents, a natural pro^cesa begins with tha l^^iYtlflcatlon of 
thair child aa davalopmantally dlaabled. What atarta aeNself-awarenass 
grows Intp group -aoclal action. First comes the sharing of common con- 
cerna and Information, with 1/3 of the parents having participated In 
group counseling, and educational groups and another 1/3 who report a 
need for these group experiences (see Items ranked ^1-2, Table 39). 
Next cornea organisation to work for ejipanding and improving community 
•ervicea as well as for the rights and dignity of all developmentally 
disabled peraona. Fewer .parents have actively taken thU/ next step with 
16.2% having participated pn a governing or advisory board and 12, ^% 
having worked with a political- advocacy |roup (see itesftn ranked //3-A, 
Table 39). There la a considerable untapped potential here with ap- 
proximately 1/3 of the parents interested in taking this n6xt step into 
community action (31.2% ha^e not, but would like to, participate on a 
governing or advisory board, and 38,1% in a political advocacy group). 

Age of Child . It Is the parents of younger children who are both more 
likely to have participated In group counseling and educational groups, 
and to be Interested in doing so if they have not yet participated. Con- 
versely, parents of older children are less likely to hajve participated 
and to plan to do so. On the other hand, age of child does not affect 
participetion or interest in particip^'tion on governing boards or in polit- 
ical advocacy groups. 




Type of Digabllity . The more severe the disability, the more likely parents 
are to have participated or to. want to participate in all four types of 



part 
parent groups. 



Family^ Income . Parents with higher family incomes are more likely to have 
partl^ltpated in all four types of parent groups. ' Parents with lower 
family Incomes are more likely not to have participated, but do want to do 
Family incot^ is not systematically related to unwillingness to ^ 
rtlclpate. 



so 

partlclp 



-Willingness 'or unwillingness to participate in parent groiips raises the 
question of what barriers to p^ticlpation exist. Out of a list of 7 
reasons commonly gNen for nonat tendance, the logistical problem of ar- 
ranging for babysitters or transportation wfis reported as a barri«r far 
more often than negative feelings about aspects of the meet ings . them- 
selves. (See T/ble 40.) This finding Is similar to that for meetings 
with j:eachers (see Table 27 and comments on page 31) . 
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Table 39 



Nowadays there are different typea of p*rent "gro"p«' ' How do you feel about 
participating In the types of parent groups listed below? 



^ ordered by 



frequency of par ticipation) 



\^ ^ ■ — T p- ' 

](lave Havein t-*- 

Participated would like t o 
Group counseling (where 
parents meet to discuss 
their attitudes and feelings 
toward their developmentally 

disabled child). 38.85; 0 30.9 

Educatl^oual group (dealing with - /'^^^ 
techniques of child rearing and 
development related to* devel 




30.3 N-317 



opmrfntAl disabilities). 

Governln$ or advisory board 
(deallnj^ with the administra- 
tion of an organization or 
facility for the developmen- 
tally disabled) . 

Political advocacy group 
(working to expand options 
and services for the devel^p- 
menta'lly disabled) . 



32.1% 



39.1 



28.8 N-312 



» 

16.2%p. 



31 .2 



52.6 N-308 



12-. 4% 



38.1 



Table 4Q 
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Listed below are a number of reasons parents have given us for ii^ot uL- ^ 

tending meetings with other parents who have children with dev^lopmental^/^^r, 

diaabilltles. Do you agree or disagree with th^^ reasons? (rank ordered 
by frequency for not attending meet ings)- 



1, It is difficult for me to arrange 
for babysitters or transportation, 

2.. It is a waste of tljne to go to par- 
ent meetings because they never seem 
to talk about things related to tny 
child'. 



Agree 

32.8% 



Uncertain 



7.5 



D isagree 
59.6 
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It is a waste of time, to go to parent 
meetings because the real decisions 
are made elsewhere. 



17.7% 



15.3% 



15.4 



17.2 



4, I do. not feel comfortable with the 
kind of j^eople who attend . 



12.1% 14.3 



5. I do not like to go to parent meetings 
when they are held in a public place, 

such ^9 a comrnvnlty center or library.' 8.7% 

6. The |)eople who t^urt the' parent meetings 

,do Hot seem to C^re about me/ 8,6% 

7. I do not like to go to parent meetings 
when they are held ih my developmentally 
dl««bled child '8 .school ♦ ' /^»B% 



66.9 



67.5 



73.6 



N-305 



N-308 



N-307 



16.8 



12.3 



N-30^ 



74.4 



80.9 



N-304 



N-310 
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PnrentB- (ToTninentfl About Parent Croupo 



1 folt «L graat ,Q««dJor the a,upport of such a g^oup from birth to oge 
6. NOW,. I'm mpre comfortlfcla* I that with th« probl^rw of.iidolQa- 

c«nce, I wUl ooAd the grqyp again. T would Ukp to see aome sort of group 
itvitiz availaWL'C.-^^he obmflwnlty for a gr«»t©r^nbmb©r Qt tha retarded with 
tnMnlngfui work ft^f^i|bl«. I f»«l tliat the parent .grOupli must work toward 
Vhia coniitanUy, vt' ■'^^uld. lik« th« B«rvic« pf .T^d^ifii^e care>. (B55) ^ 



If In Spanish would very .much Ilk© tp attend, but they arp all In 
English (Don't underetanjd^ too good,.)- (ff060) 

^ ' ' " 

Ko8t parant' groups nmm'ii %t of lnvolv«n«nt and tlma'to accomplish' , 
anything a tgnif leant. Moat' ii«opX»'hau# Dthor commitments and raaponalbllltlea 
which also require time and Interest . '^Thj^e conflict leada to inadequate 
participation. (#31A) ' . '" ^ 

It is hard to f lad- extra tiiner"My/ftuflba,iid ^nd 1-work f^jll-tlme. -^s^e 
rely a great deal on the pi-inted It^j^maAon fic©iti'the school and orgaWlsatHona 
that relate to our child. .We take yull advantage ot.ftctlvities offered, our 
child. But seldom participate ourajelvea-. (#3^8) 



I'm sure tranaportatioh poses serious problems to many people. Also, ^ 
people uncomfortable with their dev. disabled child have many negative feelinoa: 
meeting in public places (embarrassment) or^faclltty (too close to child) . (//2^3) 

The best, things about parent groups are: I) the rap sessions between 
parents--you are not alone; 2) Parent Power— the ability of an organized group 
to initiate and support special programs. It seems to be necessary to con- 
stantly monitor special firograms or . they're, eliminated or altered in a nega^ 
tlve manner. (//002) ,J ' . " 




Parent groups are great if you are objective enough to overlook persort- 
alities. Sometimes the. parents have so piany hang-ups it ^s difficult «^or me 
to realize they are not Jtist feeling sorry for themselves and are siiic<fre In 
wanting to better the child ' s. future (//336) 

Too many of the parents In have met seem unwilling or unable help th^ x 
school or organization helping their They seem to expect something 

for no effort. Other parents work exceedingly hard, so hard they exclude other 
social activities. Only a few seem able to achieve a middle ground as opposed 
to extremes* (ff753) , 

( • , ' 
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^ 3 - Consutne r Act ton- -Conupunlty N eeds 

.♦Parents reflect pessimism or at least uncertainty regarding continued 

• support cvr expansion of community funding of services for the develop- 
mentally disabled. This is not surprising given the general climate of 
increasing costs, taxpayers failure to support rate increases which 
would maintain current levels of services, dec-lInlng school enrollments, 
and lay-offs of educational personnel. (See Table Al.) 

-Parents' future goals for their developm\antally disabled children are 
more chil,d centered than concerned with mode of service delivery (see 
* ' . Tabrff^). ^ This finding Is i^'lfeillar to that for parents' priorities for 

educational ^programs (see Table 31 and comments on page 32). 

' ^ -A. wide variety of community services are necessary to provide family 

support, educational and diagnostic programs, living alternatives, and 
general community accepfzance. bf 19 specific services identified, only 
special education programs were perceived as adequate by as many as 50% 
of parents, Looking at the need for services another way, less than 1/5 
peirceived any of the 19 specific services as unnecessary. (See Table 43,) 

Family Support . Family support servlces^-babyeltter s , ci;-lsls lines, re- 
ferral services, respite care, homemaker/ home -heal tffi aides, and counseling — 
are perceived as extremelf*necessary but woefully Inadequate. Only parent 
or family counseling services were perceived as adequate by as many as 1/3 
of parents, with the other 5 specific services identified perceived as 
adequate/ by 10% or lebs. Conversely, only homemaker/bome-health aides were 
perceived as unnecessary by as many as 20% of parents, with th^ remainder 
perceived as unnece&twf y by less than 10%., Parents of dlder children, 
' ' pt children with more severe disabilities, and with higher family incomes 
were more likely to favor expansion of family support services. 
/ ■ . 

Educational and Diagnostic Sep^lces. Educational and diagnostic services 
are also perceived as extremely necessary, but as more adequate than 
family support^ervlces . After school day care is seen as the area where 
increased avaf lability is most needed (by 82.0% of parents), and this is 
particularly the case for parents of younger children. The more severe 
the (Usability, the greater th^ perceived need fpr all four services listed. 
Family income is not systematically associated with perceived need for 

• educational and diagnostic services. 

. Living Alternatives . Approximately 3/A of parenjCs perceive a need for 
expansion of commui»ity living facilities, residential facilities, and 
foster homes. Nursing home alternatives are petcelved is most adequate 
(by 16.0% of parents) but even Here. approximately 2/3 of parents perceive ' ^ 
a need for increased availability. Parents of transitional (19-to 21- ^. 
year-old) children, those who are most likely to have an immediate n*^ 
to look for alternatives, report the greatest need to increase availabp-ity . 
The more seWre their children's disability, Che greater the parentsr 
perceived need far increased living alternatives. In general, parents with 
higher family Incomes perceive the greatest nee(H for expansion of ail 
types of living alternatives; parents, with low family Incomes (less thah 

• - « » ^ 

-ERIC ' . ' o!^ I 



$15,000 per yearr similarly perceive a greater need, but for in- 
cr«aa«d availability of foster earn only » 

G«n»ral Conrntunlty Services . Architoctural adjuatments, news media 
coverage, and expansion of library acqulaitlons are Identified no the 
prSlorltyifreaa for service expansion. Rellgloua Hervlcea and special 
trpHpportatlon are perceived ae more adequate, lyt even here over 2/5 
of parents report a necessity for expansion. The more severe their 
children's diaabilities, the more likely parents are to perceive It 
' nftcftjueary to expand eervlces. Perception of need is not associated with 
,age of child or family income. 




06 



. Community Funding 



W fj 1 1 njj; f^nc^er J-n 1 ti Unwl Ji 1 i ng 

How willing do you feel your com-- \ 
munlty is to c ontinue funding the 
existing level of services for the 

developmentally disabled? 51,7% 39. S 8.8 

How willing do you feel your com- ^ 
munity is to i ncrease funding to ^ 

expand services? " 2/i.5X 56.3 19/2 N-^3l8 



Table A 2 - \ - ^ 

Parents have dlffereait goals "for their developmentally disabled child. 
Would you agree- oip Hllsfrgree tl^at the following are impx^rtant far your 
child *s future? (rank ordered by frequejncy with which goals thought 
important) u. . ^ — 



^ yil£.^i^^LilL Olsagree 

1. is important that our child 

be happy and c6ntent . , 99.1% 0.6 0.3 N-322 



2. Our child should be encouraged ^ 
^ to reach the limits of his/her 
abilities. ' . 97.8% 1.6 0.6 N-321 



3, It is important that our child 
live norm^illy (or as normally 

as possible). 97,5% . 1.9 0.6 N-320 

A. It is important that our develop- 
mentally disabled child be as- 
sured of a secure lifelong place- 

mant.^ , 80.8% 10.2 9.0 N-313 

., , _ ' — — — ■ ' ~ " " 



Some pare lu:V~a"rir;nore flutlsned than otticra with the Hervlce« that nro 
avallabi© to developmentally disabled cM^ren In their comnmuity. 
Thinking of your community, please rat« th« aervlcos below according to 
how .important it is to expand or offer them: (rank ordered by ue«d W 

expand or offer within each tj2£..2l.Jt^^^^^^l . 

r - ' ' . ~ ~~ I'bcpand 



Family Suppo rt^ 

1- Babysitters trained to tmndle de- 



No t 

Adeguat e . or Of f er N«'<i'A^^'\':^IX 



^velopmentally disabled children .2.AI ' 92.5 3.2 N-^vi 



3. Community referral service for legal, 
medical, and financial needo 

4. Respite care 

5. Home-maker/home-health aides 



1 . Community living facilities 

2. Residential facial it ies 




2. Crisis lines lotv parents In timeH ' o r m 

c ^ ' ^8% 88.7 5,5 N-292 

of Btress -}.o/fc 



10-5% 86.8 2.7 N-296 

8.9% ■ 82.1 8.9 N-237 

6.0% 7A.2 19.8 " N-283 



6. Pareht or family counseling • . ^ 
V services Ji.bii- D-i>x — . ^ 



Educational/Dia{^nostic,„ 28A 
1, After school day care ^-"^^ "^-^ ' ^ 



29.7% 66.5 3.8 N-290 

■31, A% ,65.1 3.6 N-3^ 



2. Early interventiton programs 

3. Diagnostic services and clinic 

< • 

; sn' Q?^ A9 1 WInO N-316 

4. Special education programs -^^^ - ^^'t- ■ 

Living Alternatives -,n -, m 2 N-284 

1 ?r±r:r77rTlTr^ f«ri1itles ^ 14.1% 75.7 10.2 NZO^ 



14.5% ' 74.8 10.7 N-289 

^n if 71 9 17.8 N-28 

3. Foster hoiaes / lO'^^ '^'^ / 

li^-w . t, • 16 0% 65.1 'I B. 9 T^-28 
'-^' ^iTt^'slng homes , • . ^ ^ • ^ii:-!: • 

eftal Cbmmunlty , * 
Architectural adjustments made so - * 
that it is easier for disabled 
people to get around 

2. Public education concerning develop- 
mental disabilities in the news medi£ 

3. Reading materials in libraries on 
child's dlsahlllty 

4. Church services 

5. Special buses o r vans 



7.5% • 


89.3 


3.1 


■N-292 


-7 .8% 


88.4 


3.7 


N-294 




r 






23.4% 


70.7 


5.9 


N-290 




\ 






30.5% 




. 14.4 


N-292 


43.0% 


41.0 




N-302 



Parents Comment.n Concerning the 

of Their l)<ftr«lopinenta^^lly Dleablad Child f 

Concerning her Suture^-l many tlmeo hope I out-Mve her hut the tuture 
cannot he ignored- and must be planned for. We mnnt try to make It 09 pleaHnnt 
for the retarded as x-j^ can. (ff506) 

I f««l -parents- of youngei^ handicapped youngsters, that will need super- 
vised liirlnK whenAhey are older, ahould be. concerned about the future now. 
It's easy to put It off and hope something will be available In 10 or 15 
years U'm vory hard to get parentB to look into the tuture. Thla could / 
be because the future is so uncertain-how far will their child develop, 
what will be available, etc/ (//315) 

Can't bear to think about it now. Feel we'll crof?8 that road when we 
come to It; that.it Is impossible to cope with Something that won t occur 
for 20'yearB. (ff50A) ■>■ 

I would like to see all kinds of "cire facilities" available so 1 cduld 
plac^my child in an atmosphere that la "right" for her. It would be un- 
realistic to put a child who Ms not -self-sufficient ±n her own a^avtm^ or 
w^lth friends. Th,n there are supervised f acil it tes^-as to what kind of auper- 
vlHlon It would of course depend on how independent my child Is at tlmt.tlme 
I hope by then there are enough "care" facilities available « P^'^-"^ 
make a caring and educated choice and not have to pla-e the child in an unfit 
area only because it was the only space available. (#590) 

I would feel much better about his chances of- a Job if he received "'at 

least h day vocational training beginning at the Junior hig^ level This, ts- 

not true now. He is a good worker , lie wants to "get a Job . Training Is 
the problem. (//OSA) 

We are very concerned about our child's future financially. Will there 
be sheltered work shops? Although a number of family members will take our 
'child if anything should happen to us, the financial burden I.b a great .con- 
cern. (//13A) , • _ 

•I ■ 

-> Since we Very much want our child to live with ue, I for see «^^^sslng 
need for teBpitl car'e. As we get older, U may be physically more difficult 
for us to meet hls'^needs. and any help in this area will be required. (ff643) 

Help!! There seems to be little, in terms of counseling, and Information 
available. (#328) 
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